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Foreword 



First* 1 want to say to you what a happy and profitabie time this has been for us to have you here these three days. 
As I said in the beginning, I can feel Mary*s presence in tht deliberations - ihe just seemed to be everywhere and from 
my vantage point its been a most successful meeting* 

I was asked to make some remarks for the publication which could be published as extemporaneous rcnections. 

A friend sent me an article this morning containing excerpts from the remarks of the president of Yale University in 
the Washington Post, October 23rd edition regarding changes in the policies and practices in *OMB and HHS. In this 
article he points out that Scienct Magadnt estimated that, at Stanford University alone, these new regulations would 
require an increase of 80,000 reports annually and from $250,0OT to $300,000 to put in place a new reporting system at 
one university. 1 think this pretty well puts in focus one of the real problems we are in. We are thinking too much 
about paper and not enought about people. We're all covered with paper and we donH have time enough to think or to 
be with our clients and our patients. 

I was asked many months ago what I thought the greatest advance in rehabilitation had been in the last 25 years. I 
didn*£ have to think about it* because my answer was a reiflex one. I think people expected me to talk about new 
techniques, new hardware, new paramedical types of organiMtionSi but i don't feel that these were the greatest ad= 
vances at aU, I think the greatest advance we have made since I itarted in this program thirty years ago has been the 
recognition of a responsibility toward disabled people. We have that responsibility to help them to live the best lives 
they can with what they have left. We learned early on the fundamentals - that arms, legs, eyes and ears and bodies do 
not make a person - spirit makes a person. We learned too that today, certainly in our world, we do not pay for 
strength, we only pay for two things - the skill in your hands and wliat you have in your head. We*ve also learned that, 
because nature hm given us such tremendous powers of over-compensation, there can be an advantage and a disad- 
vantage. The blind man makes above average use of his sansai of touch and hearing. Put him in a position where he 
can use those over-developed abilities and he may be better than the "normal" person. 

I have been yxcited to see what has happened to the quadriplegics in the Institute for Rehabilitation Medicine (IRM) 
progrmm through these years. I got a letter last week from the first quadrapkgic vre had in this program up in the old 
loft building at 38th Street. He was a patient in 1949* He is still alive, he is still at work, he*s had a good life. He has a 
fine family and this, to me, getting this letter and report after all th^e years, was very exciting. Again, I have seen in 
spinal injury patients through the years a phenomena that has been both exciting and rewarding to me and that is that 
many of these Individuals, especiily the highly athletic ones, I've seen those who had to have tutors md special ex- 
aminations and what not in order to stay eligible for football or other sports - 1 have seen them go through the normal 
depressions that comes with this type of catastrophic injury. And, then I have seen them go through a sort of 
transmutation, if you wlU, and something at a given time changes. They say to themselves* I know I can't compete 
with my arms and legs anymore, but I have a good head that I have never used and from now on I will compete with 
my head, 

I have used an old aphorism for many years that you "don't get fine china putting clay in the sun - you only get it if 
it goes through the white heat of the kiln," In the firing process some pieces are broken. Life breaks some people 
-disability makes some people. However, if through courage, help and dedication you can go back to a new life ag^n, 
you can never be clay again, you're porcelain, 

I have often been asked why I seem to get such deep satisfaction out of working in this program through the years. I 
was one of the fortunate ones. I didn't come into this program because there had been a tragedy in my family. But I 
saw what could be done and I had to do what I did as best I could, I talked about the depth of spirit and if you work 
with these people a little of It is bound to rub off. And I think that the understanding that we get from working with 
the severely disabled is the great reward and satisfaction of the program. 

In the early days you couldn't use the word rehabilitation in a title for a presentation at a medical meeting; nobody 
would come because they did not know what rehabilitation was. So I had a stock title I used, SICK PEOPLE IN A 
TROUBLED WORLD and you*d get a few people out because they thought it was a new pill or a new technique and 
then once you got them in the haU you could talk to them and they would sit and listen, I used it for many years and a 
few months ago I sent the tide up to a university where I was to speak and the chairman in the introduction saidj "This 
is a wonderful titie. but I wonder whether It should bi TROUBLED PEOPLE IN A SICK WORLD,"? 
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The thing that distressti I think the most in the health field is that we have bacoine so technolof ically precocious 
and yet so spiritually adolescent. I think we tend to forget the fundamental necessity of understanding and love and 
compassion in the management of our patients. I think by and large we do a better job than we do in raedidne and 
health care in general because I think we have a chance and opportunty to deal more closely with the individuaL I ran 
across a quotation the other day which I haven't had out of my pocket because to me it said it so beautifully* It Is by 
Eric Hoffer who you remembtr was a stevedore and self-educated and a self-made person and now writes for the 
Salurday Review and is on their staff and this is what he said, ''Almost all noble attributes - courage, lovet hope, 
faith... loyalty » can be transmuted into ruthlessness. Compassion alone stands apart from the cantinuous traffic be- 
tween good and evil.., within us. Compassion is the antitoxin of the soul.*' And I think that we in our field doing all of 
the technical things that we are doing must remembr that, at least in my opinion, compassion is our great tool for serv» 
ing our fellow man. 

We have dedicated ourselves to use this tool and that is exactly the way that Mary Switzer felt. I think that was her 
fundamental feeling about people, love and compassion. 

This Seminar, as a memorial tribute to Mary Switzer, comes at a most opportune lime as we enter the International 
Year of Disabled Persons. I hope that the monograph of the three days of deliberations will provide awareness and 
direction to the many individuals working to improve the lives of persons throughout the world. 
Howard A. Hnsk^ M .D. 
Distingubhed Univtrslty Professor 
New York University 

Note: The above are from dosing remarks made by Dr, Rusk at the Memorial Seminar, 



* f^fjlce of Management and Budget, L/.S. and U.S. Department of Health and Human Services (formerly Depart'- 
ment of Health, Education and Welfare) 
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Definitions of Impairment, Disability and Handicap'^ 

An undtrstandiiig of the concepts of impalnnant, disability and handicap, and of the reltntless tscalation from one 
to the other, is necessary in planning ef forti directtd toward prevention and rehabilitation. For this purpose, WHO, in 
its revised policy for disabiliiy prevention and rehabilitation, has defined those concepts as follows: 

-^Iinpiimitnt: A permanent or transitory psychological, physiological, or anatomical loss or abnormality of struc* 
ture or function. 

'-DbabUity^ Any restriction or prevention of the performance of an activity, resulting from an impairment, in the 
manner or within the range considered nonnal for a human being. 

-'Haitdieapi A disability that constitutes a disadvantage for a given individual in that it limits or prevents the fulfil- 
ment of a role that is nonnal depending on age, sex, social and cultural factors, for that mdividuaL'' 

Within these diflnitlons the following clariflcations may be made: 

(a) An impainneDt may be a missing or defective body part, an amputated limb, paralysis after polio, restricted 
pulmonary capacity, diabetes, nearsightedness, mental retardation, limited hearing capacity, facial disfigurement, or 
other abnormal condition; 

(b) sDisflbiUd^ as a result of an impairment may involve dif flcultles in walking, seeing, sf^aklng, hearing, reading, 
writing, counting, Ufting, or taking an interest in and making contact with one's surroundings. Just as impairments 
may be permanent or transitory, so disability may last for a short or long time, may be permanent or reversible, may 
be progr^sive or regressive and may vary in its impact from the demands of one situation to another' and 

(c) A disability b^omes a haDdi^p when it interferes with doing what is expected at a particular time in one's life. 
Children with disabilities may become handicapped in caring for themselves, engapng in soci^ Interactions with other 
children and adults, eommunicating their thoughts Md concerns, learning in and out of school and developing a 
capacty for indtpendt economic activity, 

v 
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Introductory Remarks From the Seminar 

By James Burress, Ed«D.^ 



I am pleased to have the privilege of making introductory remarks as one of the Fellows in this Seminar. I am 
esped^y delighted to be a part of ihii program as it brings together in several important ways my tan-year involvemeni 
in an international effort to focus attendon on the economic and social conditions of disabled people. Mary Switzer 
played an important part in turning my attention to the world scene and the theri emerging iinportant developments 
tending to place the population of handicapped people in a more important light. 

I was especially pleased that the Planning Committee agreed to emphasize international rehabilitation as the focus 
of this Seminar. It is most timely as it closely follows the series of United Nations' proclamations and in^ several ac- 
tivities supporting an International Year in which the world's attention will be directed to the circunistances of prob- 
ably one-half billion disabled people populating every nation on earth. 

I need not remind my "'Fellows*' here that disabling conditions are a common denominator cutting across racial, 
political and cultural differences bringing the disabled person and those who would assist him, into a kinship that 
knows no terr itorial boundaries. We also know that the development of services for disabled people has been and will 
continue to be a positive means of reaching the minds and hearts of all ptople and perhaps of greater* importance is the 
achievement of intemational understanding. 

The economics and r^oufc^ of the nations of the world today are such that the needs of handicapped people 
receive a low priority in national and intemational planning and then only passing attention. 

Ever increasing misses of handicapped people, young and old, are lurviving on limited family resources* strained 
public welfare reiourc^, and existing ali too often as beggars. 

More enlightened, humane and concerned national and international organizations, both public and private, are 
recognizing that productive and competitive persons although handicapped can be economic and social assets. 

I know that many of you have heard me say that "the quality of life in our civilization will be measured by the car- 
ing we reflect as we seek to eliminate suffering among less fortunate handicapped and disadvantaged people in our 
time." 

I have read the flve "action papers*' with much personal interest. I have looked for substance in these presentations 
which would help point a new way to strengthen international concerns and strategies for relieving the suffering and 
for incrtasing opportunity for a good life for all disabled people. I quickly add that I am also seeking the political and 
economic strate^es to achieve these goals through the active organization, participation and leadership from within 
the ranks of disabled people. I hope that we can share in greater depth the management af national and world 
movements through which these goals may be achieved. 

I know that these were the great concerns of Mary Switzer. She ^pressed them in her quiet hours with close 
associates and friends as well as In her many public activitives. In the September/October 1970 issue of the Journal of 
RehabUltatton, Maiy Switzer stated^ "In rehmbilitation» as in all social programs today, time prases in on us. Na- 
tional and world movements outside our own speciflc concerns affect those concerns, and challenge us to be alert to 
the obligation the rehabilitation community has^ to share its technology, its philosophyt its commitment — even more, 
to insist that rehabilitation play its maximum eloquent role in the development of public policy, and be the probing 
conscience of private and voluntary movements to help^ dependent people. 

"The horizons ahead where rehabilitation cm be cutting edges of progress are broad and golden. There is no limit 
to the groups of people who can be helped and served by this program. The limit li^ oiily in the need for knowledge to 
deal with the unsolved problems. We are still lacking an organized approach^ in many areas* which we must have 
before we can follow the road so succ^sfully clwed by the rehabilitation leaders of the past.'* 

Further in speaking of the lOtii Armiversaiy of Rehabilitation Intemational Research Program, Mary stated that, 
'-We have seen in this deimde the influent of the association of many people of different cultures coming together to 
discuss the b^t way to handle disability. We have seen how the language of rehabilitation becomes an international 
languaga. It breaks down barriers; it transcends political beliefs, geographical boundari^, and even language. 

- -D^pitt the destructiveness of war /&nd deprivation, the chaos of civic revolt and protest, the violence of natural 
disasters, rehabilitation has consistentiy emerged over the years as the force that heals» Rehabilitation Joins men and 
nations together, that th^ may begin again and move closer toward shared dreams of freedom and opportunity. 
Rehabilitation has always been a major imtrumtnt for brotherhood." 
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Mary Switzer's words spoke eloquently to her contemporaries of the need for world attention to the needs of disad- 
vantaged and disabled people. Her presentation at the Rehabilitation InternEtional Congress in Dublin in 1968, 
brought into clear focus our responiibility for promoting a world consciousness of the need for special international 
attention by many millions of disabled people. In her closing remarks to the International Congress, she pointed out 
that there is no escaping the fact that today rehabilitation means far more than physical, mental and vocational 
restoruLion* Its philosophy and methods are essential in the process of healing the wounds of social and economic 



'^Second, the rehabilitation community must continue to work for the principle that governments implant 
rehabilitation concepts into all national programs of social development. This is primarily humanitarian and, 
thereforei morally and ethically sound. But it is also good economics. The cost of mushrooming dependency is far 
greater than the cost of rehabilitation, both in human terms and as a matter of practical fiscal administration. 

* 'Third, the rehabilitation community does not exist in a vacuum. It needs and must invite public interest, involve- 
ment, and support. In turn, it must evidence willingness to involve itself in the politicai and social needs and drives of 
nations and communities. 

"And, finally, rehabilitation must provide the opportunity for full participation by its clients in the planning, 
developing, and operation of social and rehabilitation service progfAms. 

*'If I were to leave one urgent plea with this conferences It would be to charge the affiliates of the International 
Society to explore ways of adapting these four points to the circumstances of their various nations; then, to work more 
diligently than ever to continue the iask of broadening the rehabilitation process begun so valiantly half a century ago. 
Rehabilitation can serve as the conscience of the world* We must make the good things work — for all men. To do thiSi 
it is crucial to believe — really to believe that all people want to be self-sufncient, that no one is totally disabled or 
disadvantaged, or totally advantaged/' These words were spoken by Mary Switzer over a decade ago. 

I may seem somewhat Idealistic in my perceptions of the great potential for disabled people in the world today, 1 
am, to some extent, and I believe we must be if we are to keep some sense of perspective and perception as we consider 
the impact of meeting the needs of one-half billion people. The stark reality of our capacity to make much of a change 
in the life circumstances of these peoplt is made very clear in Susan Hammerman^s description of the "'International 
Aspects of Rahabilitation of Disabled Persons — Policy Guidelines for the 80' s.*' In It, she discusses the problem in a 
reality context and puts into clear pespectlve the extent to which the world can provide assurance of necessary services 
and support systems for disabled people. She has taken the one world apart and described for us not one or two, but 
went into a third and fourth world. The fourth world as I interpret her description is a part of the most advantaged na- 
tions of the world as well as the least advantaged economically and socially in the world today. This fourth world ex- 
ists in ail of our communities and we need not go to the third world or '-developing countries'' to find the suffering 
neglected humanity very much in need of supportive and protective services. She describes the fourth world as ''com- 
posed of those groups of people within all industrial nations who still live in a condition of severe poverty: people 
without sufficient food, without a secure home, without social status or esteem; people whose children learn in school 
to be humiliated and to be confused; children who are separated from the care of their natural parents; families judged 
to have lower moral, ethical and work standards than others in the community. From generation to generation, the 
people of the "fourth world'' tend to live in extreme poverty and at the bottom of the social scale. They are joined by 
others who are poor and culturally vulnerable such as migrant workers, new immigrants, including disadvantaged 
racial and ethnic groups." 

I was left somewhat disillusioned in Susan Hammerman's conclusion that the vast majority of the world's 500 
million physically and mentally disabled people are out of reach and out of help. However, I do keep my optimism 
and, perhaps, idealism, as she suggests the important directions and principles to be followed as we seek to reduce the 
impact of disability in our time. 

I believe Mary Switzer would agree. She believed so strongly that the creative spirit of man could achieve the higher 
plains of personal goals and bring to reality the enjoyment of all beautiful things for all people. She also added her 
hope that mankind's care and concern * 'continue to bring even more hope to the millions to whom life means so little 
without hope." 



• Dr. Burress is currently Executive Director of the People-to-People Committee for the Handicapped, former 
Rehabilitation Services Administration Commissioner for Region 8 (USA) and long-time colleague of the late Miss 
Switzer. 
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Introduction 



Each year, as a living tribute to the memory of a great leader in the field of Rehabilitation, the National Rehabilita- 
tion Associaiionj through the Mary E. Switzer Memorial Fund, sponsors a special program, i hesc have come to be 
known as the "Switzer Memorial Seminars'* and they explore in depth a particular topic of vital interest in the 
rehabilitation of handicapped individuals. Usually a limited number of persons selected for their achievements and in- 
volvement in the topic to be studied, are invited to participate and are designated as **Switzer Fellows,'' The outcome 
of each Seminar, documented in the form of a monograph, is expected to stimulate current thinking and action in the 
area of Rehabilitation under study at the Seminar. Recommendations for action focus on such areas as program and 
policy development, service delivery, research, training and legislation. 



The Current Seminar 

The Fifth Annual Mary Switzer Memorial Seminar was held in New York City from November 10 thru 12, 1980, 
and was hosted by the World Rehabilitation Fund, Inc., located at the Rusk Institute, 

The topic of this year's Seminar was, "InternaUonal Aspects of Rehabilitation of Disabled Pereonsi Policy 
Guidance for the 1980s.*' The timing of the subject coincides with the United Nation*s International Year of 
Disabled Persons (1981). It was the desire of the Switzer Memorial Committee that the monograph of the Seminar 
would be ready early In 1981 to be used as a resource in the activities of the International Year as well as during the 
decade of the 80* s. 

The "Switzer Fellows'' were welcomed by Howard A. Rusk, M.D.* of the host organization; Brockman 
Schumacher, Ph.D., Chairperson of the Switzer Memorial Committee of NRA; Richard C. Englehardt, Region II 
Director for Rehabilitation Services Administration and Margaret J. Oiannini, M.D., Director, National Institute of 
Handicapped Research. 

In addition, a special welcome was given the participants of the Seminar by the Honorable Carl McCall, an Am- 
bassador with the U.S. Mission to the United Nations. 

Dr. James F. Garrett chaired the three days of intensive discussion which culminated in a number of recommenda- 
tions and implications for action as we view the international scene in terms of rehabilitative initiatives. The Seminar 
did not resolve every Issue and a reading of some of the comments and reviews of the participants will indicate that the 
action papers written for the Seminar raised additional questions and problems still left to be solved. 

As we begin this International Year devoted to disabled persons worldwide, it is the hope of all of us involved in the 
Fifth Switzer Memorial Seminar that this monograph will be a useful resource. We would also expect that the 
monograph will stimulate thinking and the kind of awareness that leads to action. 



Format of the Seminar and Monograph 

Five * 'Action Papers" were prepared specifically for the Memorial Seminar by participants In this seminar. They 
focused on topics such as prevention of disabilities; integrating disabled persons into their society; assurance of ser- 
vices and support systems and Information and dissemination in rehabilitation. 

The action papers were sent to all designated Switzer Fellows well in advance of the actual Seminar. Reviews and 
comments were completed prior to the Seminar. In addition, the Action Papers were also sent to Rehabilitation and 
Health experts in various countries. The Seminar provided a forum to discuss these issues in depth. This was done in 
both plenary sessions and small work groups that focused on each ''Action Paper." 

The three-day proiram of intense deliberations culminated in a number of recommendations for action in the area 
of policy and program developmenti service delivery, research, training of personnel and legislation. 

The format of this monograph closely follows that of the Seminar itself. Each Action Paper is reflected as a Chapter 
and included a section on "Reviews and Comments" of the Fellows and the recommendations and implications for 
action. 

There is also a section showing the selected excerpts of responses from experts from various geographic locations 
around the world. 

It is the hope of all persons involved in this Fifth Switzer Memorial Seminar that the chapters will provide awareness 
and stimulate thinking and action on behalf of handicapped persons throughout the world. 
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Chapter One 
By Norman Acton 



Institutions for Disability 
Prevention and Rehabilitation 

Summary Comments 

The paper paints an interngtiongi mosaic about the extent and compiexity of the service systems serving disgbled 
people. It is a picture which is apt to ''boggle the mind'' of ail but the most sophisticated systems theorists. Almost^ 
Without exception^ cooperation world-wide, in the plgnning, mobilization and delivery of services, ranges from poor 
to ingdequgte or non-existent. The author concludes: 

**The question^ then, to determine what tmtitutional arrangemenis willj, in any given poUticalf economic and 
social stmcturef offer the maximum possibility of accomplishing the objectives impHcit in (the) concept$^*ntfmt a 
'comprehensive and coherent response* to the problems of handicapping must address three major areas ofactiom 
prevention, rehabilitation and modification of the soctal fleld* " 

There is a growing recognition and understanding that adequate services to disabled people must be comprehensive, 
provide a range of options and have assurance of continuity* Primary and secondary consumers, and enlightened ser- 
vice providers, are now demanding nothing less. 

There are contrasting example of center-periphe^ approaches. Within the socialist world, rhe Chinese model of 
local self-help contrasts with the high central control of other socialist societi^. The Swedbh model alluded to in the 
paper is probably a compromise between the extreme of center-peripheFy polarization of the other systems alluded to 
and other examples could be cited. 

This is an extremely critical area for the Seminar delegates to consider. Some resolution could emerge in answer to 
Acton's challenge, if the problem is approached in the most manageable form - from the community upwards. 

Rtvitwtd by AUaii RoetaiF, Ph.D, 



Society's responst to the probUms aiiociated with physical and mental handicapping must take into account two 
unmistakable and inexorable trends. First, there will be a great increase in the numbers of people throughout the 
world who art or will be impaired, disabled and/or handicapptd.' It is anticipated that the world's population will in- 
crease to more than six billion by the year 20(X), producing by present experience and by population increase alone at 
least an additional 100 million disabled persons in the next 20 years. Second, there is a steadily more manifest public 
awaFeness of these problems and an accompanying burgeoning of demands for corrective action. The celebration in 
1981 of the Intemational Year of Disabled Persons, as proclaimed by the United Nations General Assembly, will have 
as its principal outcome the stimulation and acceleration of the second of those trends. 

Predicted developments in closely relationed economic and social areas art certain to make the solution of the 
problems of handicapping more dlfflcult and more complex. Two examples are* 

»The Dirtetor Genersl of the Interaadoml I^boor Of flee has ^timated that '^in the iDdustrialized North around €0 
miUon Jobs wUl have to be emittd between 1980 and thi end of 1987 both to absorb those Joining the work foree aad 
to eliminate ^dstlng anemployment; bnt In the Indnstrializing South nwly 600 million new Jobs will be needed to give 
Meb memNr of the work force an income adeqaate to m^t hii own minimum basic needs and those of his family.''- It 
is not difficuit to understand the significance of those estimates so far as the emplo^ent problems of disabled per- 
sons are concerned. 
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—As is already bdng experienced, a smaller proportion of tiis population will be contributing to social security and 
tax-supporttd asiistanse syitems while a larger proportion will claim the benefits. Most nations are encountering 
serious difflculties in flnancing existing systems and current numbers of clients. None has recognized the full implica- 
tions of the combination of demand for expanded services and social response, predictable increases in the numbers of 
people to be assisted, and a proportionate decline in the population base which provides the funds for the system. 

Since no nation has yet provided adequate solutions to these problems at the levels of past or present incidence, and 
none has realistic plans for the future, it is most appropriate at this moment to examine the readiness of society to 
meet the challenge. Such examinationi must take place at many levels; the present paper is concerned with the 
development of institutions to formulate and activate the national policies which constitute society's response to han> 
dicapping, 

Sodfty's R^ponie to Handicapping 
An acceptabli reiponse by society to the problems under consideration must address three major areas of action: 
-^It must seek to prevent as many as posilble of tbe impairments which lead to diiability and handicap, 
»When impairmint has 0€etirred» It must seek to privent the consequence of permanent disability or^ if that is im^ 
possible^ to enable the indiyidual concerned to perform the ^ential functions of life d^plte the limitations that may 
be presents 

»It must reduce or eliminate the handicapping that results when a combination of impainnent or disability and the 
nature of the social field In which tbe individual operates limits the fulfillment of expected life roles. 

Historically » the response of society to the ' - problem of handicapping- ' has been concentrated on the delivery of ser- 
vices that attempt to correct^ minimize or compeniate for the impairment so that there will be minimal functional 
limitations. It has also sought to create special conditions of living and work to accommodate the limitations of disabU 
ed persons. The broad areas of public action needed to prevent impairments, which are caused primarily by inade- 
quate nutrition, faulty practices surrounding birth, diseases, infections and accidents, have not, for the most part, 
been Included in the policy context or in the responsibilities of institutions designed to deal with handicapping. Only 
recently have such policies and institutions begun to address the tasks of modifying the social field so that the full par^ 
ticipation of persons with disabilities is both facilitated and welcomed. 

Mankind is not in any significant way reducing the incidence of disability in the world, and is progressing all too 
slowly in opening society to those who are different because of physical or mental characteristics. An examination of 
the validity of policies and institutions must take these realities into account. The interlocking relationships among the 
conditions named (impairment^ disability and handicap) suggest that an effective attack on the problem must encom^ 
pass a continuum of prevention, rehabilitation and enlightened social policy. Individual institutions may specialize in 
segments of the whole, but a national response addressed to the totality of the problem must be designed to activate 
the entire continuum^ and it must have the capablility of assuring the coherent articulation of the component parts. 

Tbe Institutional Ffamework 

The policies, the institutions and the patterns of services to be found in the various nations are, of course, products 
of their histories and of the economic, social and political systems with which they operate. What exists has rarely 
been designed by a rational process, taking into account all relevant information and based on an understanding of the 
real nature of the total problem* Most often, proponents of rehabilitation programs have found it necessary to prac- 
tice the political '^art of the possible.*' This has very often led to the establishment of programs and institutions whose 
formal objectives have been centered on a segment of the problem, such as vocational rehabilitation, research, or 
elimination of physical barriers, which was found to be understandable to legislators and responsive to popular con- 
cerns. Employed skillfully, some of these programs have served much broader objectives, but the circumstances 
behind them make it clear that a rational and comprehensive approach to the full dimensions of the problem is not 
easily mounted or merchandized. The institutions that have emerged to implement such programs usually reflect in 
their nature the amblvllance of the situation a formal compliance with stated and limited purposes, a practical or- 
chestration of more extensive functions. Whik often managed with brilliance, they do not provide institutional 
models upon which to build. 

The rational and comprihensive approach is both desired and sought. The First Rehabilitation International Con- 
ference on Le^slation Concerning the Disabled, held in Rome in 1971, brought together many of the individuals 
responsible for the admrnlitraton of national rehabilitation Institutions. They fully agreed on the following statement 
in the conclusions of the Conferencei 

^'Reeognidng that succ^ful rebabilltadon service encompass educatlonp medical and para-medlcal care, social 
assistance and vocational training and guldancef and that several minlstrfes or equivalent agencies of government 
should be assigned parts of the workt the Conference urged that eonstant attention be given to the coordination of 
planning, budgeting, financing and adminlitering of the respective programs. It strongly recommended the creation 
for thte purpose of inter«ministerial coordinating groups at decision making levels*'- 

Seven years later« many of the same people were joined by senior offlcials from a number of developing countries at 
the Second Rehabilitation International Conference on Legislation Concerning the Disabled in Manila. ''The Manila 
Statement^- adopted by that meeting includes the following recommendation: 
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"A natioDal counell for thi welfare and rebabilltaflon of tbt dbabltd sbould be establiabed by legblation In eacb 
developing country, 
a. Snch a eonndl §boald conilit of rtprmntativ^ fromi 

1) M^or goytmmint dtpartments coneeraed witta all aspects of rebabUItation* 

2) VolDDtafy agenetai and 

3) Organizattou of penons witb disabiUtits, 

b» Sneh eoundls should be cba^ed, Inter-alla, with the following functionsi 

1) Identffylng basic needs of the disabled and any inequaliti^ and discilinliiatory practices affecting disabled 
persons in their countri^. 

2) Produdng a rehabUltaflon plan in which priorito are estabHsbed, r^pective roles and r^ponsibillti^ of the 
govemment and private sectors art defined, and adequate methods are provided to ensure a coordination of the 
total effort for the rehabilitation and welfare of disabled penons. 

3) Advislng the goverament on all aspect of welfare and rehabUltotion of disabled penons. 

4) Continuing evaluation of the effectivenm, hmmd on cost benefl^ and other criterfa and of other valu^ of 
servlm provided^ 

It will be noted that these formulgtions ded primarily with the delivery of rehabilitation services (although it should 
be conoided that, in the minds of some of the drafterit the terms ' -rehabilitation" and "welfare'' had ilightly wider 
QOnnotations)« There is no mention of prevention and the issues associated with the quality of the social fleld are 
recognized only as ^Mnequalities and dlscrimlnatoiy practice!." 

During the years 1978 and 1980, Rehabilitation International engaged in the most extensive international coniulta- 
tion ever devoted to poUcy concerning disability prevention and rehabilitation. This procesSt which included participa- 
tion by regional R J* conferences and world meetinp of others related organizationst was used to draft the text of a 
Charter for the 80s to be given consideration by the participants in the 14th World Rehabilitation Congress at Win- 
nipeg in JunCp 1980. Throughout the world, wide apeement was found as to the importance of including the full spec^ 
trum of privention^ rehabilitation and enUghtenid social action in the text of the Charter* As to national institutional 
arrangementSt the draft text presented in Winnipeg Included the following! 

"Each country Is nrg^ to prepare a comprehensive nation^ plan for the achievement of th^ alms In the light of 
the princlplei enundaited In tUs Charter and of its own clrenniitanc^. The plan should Involve all major sectoiB of na» 
tloiial Ufe and be a component of Ugh priority In any propms for national developments 

"For these purposes H Is essential that ^cta county should have within Its government a minister for the disabled, 
or peiion of equivalent rank, directiy r^ponsible to the Head of State or Goveramint, as Is appropriate, to direct the 
preparation of the national plan and to coordinate lU Implementation^ This coordinator should be misted by a na- 
tional advbory body including repr^ntativ^ of all relevant government departments, organizations of he disabled, 
and volnntaiy and prof^lonal groups*'' 

When the text was discussed by some 200 round table groups at the World CongresSt there wi^ general agreement 
with all of the above concepts except that of a minister foi^ the disabled. The principal reason given for opposing the 
appointment of a ministert or for reservations about that concept were: 

--That the objective should be to have necessary services for prevention and rehabilitation incorporated in the 

responsibilities and functions of each relevant department or agency, with a general coordinating mechanism but 

without giving the lead role to any individual or Institution. 

--That the designation of a minister risks leading to separate and separated services which will deter integration of 
disabled persons in society. 

As will be seen in the discussion below of the situation in a country with a minister for the disabled , the above issues 
are, in part at least, a result of different word usages and of different understandings of the functional Implications of 
the post of minister. 

No systematic study of the institutional structures being used in the various nations has been carried out, and no 
comparative analyses of such structures and their relationships to economic, social or political systems are known to 
exist. In most cases literature purporting to describe national programs covers only segments and does not identify the 
de facto situation. Better information and analysis is badly needed, especially by countries in the proems of initiating 
or ^panding national programs. Until it is available, however, descriptive material and subjective evaluations must be 
drawn upon. 

Observations suggest that the institutional frameworks through which most countries' activities related to handicaps 
ping are carried out are composed of one or more of the arrangements listed below« Frequently, mrore than one of 
them is being employed in a given nation and, very often, the de jui^ situation is based upon one of them or one com- 
bination while the de facto situation is using a different arrangement. One or more of the following may usually be 
foundi 

'-An inter^ministertgl committee or coordinating group, 

^Several minbteries or departmmts contributing to what is described as a coordinat§d program with one of them 
having a lead responsibility. 
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mtional council which includes not only the relevant minbterim but also npresentatives of other entities such 
as voluntary and profmsional organimtiom^ groupings of disabled persons or their reprmentatlves, trade unions, 
employers and others, 

-w4 multi*agency system in which each performs some functions related to disabled persons with varying degrees of 
coordination and communication among them, 

minister for the disabled or other senior personality charged with some degree of responsiblity for initiating, 
stimulating, implementing, and obtaining support for a national effort. 

"A more or l^ extensive reliunce on service provided by voluntary organizations working with or without 
material support from the government, and with voting degrees of cooperation and coordination. 

Criteria for EviiluatioD 

As has been nottdj practitioners from countries in which each of the above arrangements is employed alone or in 
combination with others, whtn gathered in international asiembly, unfailingly endorse the principle of coordination. 
They usually favor an inter-minliterial committee, national council or other institution as the instrument of coordina- 
tion. In recent yearSi attention has been given to the idea of having a miniiter or other senior perionality as a catalyst 
of coordination. There has not bten, however, a systematic and comparative examination of the experiencti upon 
which thdr recommendations are based. 

Such an examination would produce flndings of great value to all nations. It ihould seek to understand not only the 
functional experience so far as service delivery is concerned^ but alio the links, if any, between the types of institu- 
tional framework and the national policy, or lack of It, in reiponie to handicapping. Such considerations as the 
following should be injected into the inquiry: 

Is thtre a comprehensive and coherent national policy which includes prevention of impairment, rehabilitation of 
the disabled, and action to eliminate physical and social barriers to the participation in the community of people with 
disabilities? Since no country is known to have such a policy, it would be important in each case to determine whether 
the easting institutional framework can generate the necessary political decisions; or whether it will manifest the iner- 
tia described by Milovan Djilaa - **Any system claiming to embody a substantial social entity will gravitate inexorably 
toward consoUdation, and the elimination or exclusion of change,''^ 

Would the casting institutional framework be capable of managing the coordination of the great variety of actions 
ntided to bring alive the entire continuum of response describe earlier? This includes the limited question of deliver- 
ing coordinated and integratid rehabilitation services in the larger context of a total nttifdnal response to handicapp- 
ing« 

Is the institutional framework capable and luffident to activate the national policy for the entire population - for 
the poverty-stricken, for those ia remote areas, for minority groups, for the increasing numbers to be expected In most 
countries? 

A response to the total problem of impairment, disability and handicap requires the understanding and participa- 
tion of each community in the society in a process of chan^ng both attitudes and behavior. Does the institutional 
framework encourage and facilitate a sufflciently broad base of involvement? 

Closely related is the issue of centralization versus decentralliation of responsibilities, services and activities* Trends 
in both directions may be found in the world, some appUed horizontally in the upper echelons of government and 
others verticaUy down to the role of the local communiti^. 

Another dimension has been added with the belated recognitiion of the roles disabled persons and their organiza- 
tions and representatives can and must play in a system. Few existing institutions are structured to accept this element 
in a natural and responsive manner, and many find it difficult to define and accomplish the necessary adjustments. 

Finally, there is the difficult problem of trying to apply some measure of relative cost effectiveness to the different 
institutional systems. Since it has not yet been learned how to value all of the costs and benefits involved in the process 
of providing rehabilitation services for an individual, especially those of a psycho-social nature, the difficulties of 
compiling any statistical measurements of the totality of a nation's handicapping situation are substantial, In govern- 
ments^ consolidations and centralizations are usually represented as producing more economical administration of 
programs, but Mr. Parkinson*s Law often disurbs tiie apparent logic in that formula. When, as is suggested by the 
criteria listed above, the universe of action under consideration includes the attitudes and behaviours of the entire 
population, of the institutions and communities in which it is structured, the economy of national administration 
becomes only one of many factors, most of which are difficult to quantify. Nevertheless, the alternatives must be 
viewed from the perspective of cost as related to results - if only to make the chosen solution more palatable. 

Some Cm Sketchy 

Understanding of the issues being consid^ed will benefit from descriptions of some national situations which typify 
the relationships among policy generation, institutional machinery, and service deliveiy including soci^ action. 

The United Statis undoubtedly has as much handicap policy as any nation in the world. In keeping with its history 
and traditions^ it h^ proportionately as many institutions at every level of the governmental and private sectors to 
deal wiUi the problems of handicapping m any other country. Its expenditures, estimated to have been 583. 1 billion in 
1973 for direct services md dlsabiUty^rilated income maintenance,^ are significant. Responsive to trends, it has an 



agency, office, instituti or committie for evgry facet of the problem that has come into prominence* As is true of 
many countries, the U.S« Oovernment, the state governmenti and many county and city goyernmenti have de Jure in- 
stitutions and systems for the coordination of all this, but the reality often follows other paths. 

The complications of the U*S. "system" are perhaps most apparent to the individuals who become disabled, or 
their families, as they try to find their way to needed services and support systems* Nearly the same level of puzzlement 
is expfrif need by observers from other countries who, like the blind men describing the elephant, are inclined to 
understand the American approach as being whatever area of service they may have encountered. Many U,S* institu» 
tions can and do give valuable advice, examplei and training for other countries developing certain specific service 
programs, but it would be an unfortunate nation that set out to model Its national institutional framework on what it 
found in the United States^ 

The U.S. pattern, while excelling in many details, is, mainly because of the multiplicity of programs and agencies, 
inefflcient, overly expensive and slow to respond to evolving concepts of the problem in its full dimensions. Could 
th^ flaws be corrects by a different institutional structure? For acampte, a Secretary for the Disabled, an Inter^departmental 
committee with leadership empowered to enforce coordination? To contemplate the amount of legislation needed for 
such a change, the number of interest groups to be influenced, the modifications in FederaUState arrangements, etc., 
makes it difficult to think about alternatives even in the most theoretical exercise. But, If one could imagine the 
possiblity of such changes, it would remain an open question whether community involvement would be affected for 
better or worse, whether a more centraliied bureaucracy would, as they often do, become less responsive to evolving 
understandings of needs and opportunities. 

And, perhaps the most important question of all, can a more comprehensive and coherent institutional structure be 
devised unless and until agreement has been reached on a comprehensive and coherent national policy responsive to 
the entire problem of impairment, disability and handicap? The beginning of the slow evolution of an American 
policy towards this issue has been placed in 191 1 « Could its pacing and Its conceptualization be Improved by the crea- 
tion of a different institutional framework, given the responsibility and the authority to move ahead? The only answer 
to be given to those questions is that it is unlikely to happen. 

In 1974, the Labour Government in the United Klngdoin named the world's first Minister for the Disabled, the Rt. 
Hon. Alfred Morris, M.P. This step was welcomed in Britain and in many other countries as evidence of a new level of 
recognition for the problems of people with disabilities. Moreover, as Mr. Morris undertook his assignment with 
energy and dedication, a belief gathered international currency that this institutional arrangement offered new 
possiblities of policy development, coordinated action, and efficient administration. Hence, many contributors to the 
drafting of the Rehabilitation International Charter for the 80s were eager to include the recommendation that every 
country should have a Minister for the Disabled or the equivalent. 

It denigrates neither the importance of the Labour Government's initiative nor the achievements of Mr. Morris as 
Minister to point out certain factors that may limit the exportability of this experience in its pure form. The history of 
the matter was that Alfred Morris, as a Member of Parliament, was the instrument for the introduction in 1970 of the 
Chronically Sick and Disabled Persons Act. Substantial legislation already existed in Britain and, in particular, the 
National Health Service and the Department of Employment (now renamed the Department of Manpower Services) 
had extensive programs dealing with elements of the services needed by disabled persons. The new Act, the first con- 
cerned solely with disability, amended 39 other Acts of Parliament and sought to cover the entire field, including new 
areas of case flnding^ social assistance and community respon slblity. It continued the British tradition of relying 
heavily on voluntary organizations, of which there are many spread throughout the land, for social services. Some 
refer to the Chronically Sick and Disabled Persons Act as the Magna Carta of Britain- s disabled; others believe that It 
falls short in coverage and in implementation of constituting a complete national policy. In any case, however, when 
Mr. Morris was appointed Minister for the Disabled, he, as the M.P. who had introduced the legislation, approached 
its implementation with a special dedication and zest. 

The British Minister for the Disabled is a Junior minister in the Department of Health and Social Security. There is 
no "Department** or * 'Ministry** for the Disabled, and services continue to be provided by the Departments of Educa- 
tion, Manpower Services, Health and Social Security including the National Health Service, and other organs of 
government as well as voluntary agencies. The Minister for the Disabled is charged with promoting inter-departmental 
coordination and with taking an overview of the totality of the problem. These are both useful functions, especially 
when performed with Mr. Morris* zeal, but it must be understood that he had no power of coordination and, while it 
is reported that communications among the departments improved during his term, it is not certain any signiflcant 
change took place at the level of performance. 

Remaining, as f the case in the British parliamentary system, an M.P. while he served as Minister, Mr. Morris was 
able to secure the loption of additional legislation and appropriations to carry forward the intent of the original Act. 
He was, of course^ supported in this by the Labour Government and by a Minister of Health and Social Security who 
was especially interested and effective. In addition, however, Mr. Morris created for himself a role akin to that of an 
ombudsman. Traveling a great deal, he encouraged individual disabled persons and groups to bring their complaints 
and problems to him and mail of this type arrived in large quantities at the Elephant and Castle where his staff was 

5 

ERIC l£ 



based. Although he had no raponsibiUty for the service functions of any of the dipartmints, Mr» Morris and his staff 
did what they could to gat iatisfaction for thost who brought their probltms to him* 

The point of this very inadequate deicription of the situation in the United Kingdom is not to pass Judgment on 
either the Chronically Sick and Disabled Perions Act or Mr. Morris* service as Minister, but to make the point that 
there were in his appointment and in hii achievements a series of circumstances which were unique to the British 
system and to this partieular ixperience. It would be rash to assume that the appointment of a minister for the disabled 
or equivalent in other systems would necessarily have the same impact or results, 

Sweden provides several kinds of examples of decentralization of the institutions working in the field. These trends 
are especially interesting when viewed in the context of the country*! long history of planning on the basis of national 
government responsibUties for the welfare (in the broad meaning of the term) of all its citizens. This philosophy of 
government* when combined with the facts of a relatively small and homogeneous population and many years of af- 
fluence, has led to institutional structures that are neither typical nor easily transferable. It is, however, important to 
recognize that another product of the Swedish ixpirience has been the capability to gather more extensive and reliable 
data about the characteristics and problems of the people than has been possible for most nations. Working with such 
data and with the other characteristics mentioned, the leaders and the people have shown an unusual readiness to in- 
novate and experiment in programs affecting the well-being of the population. These considerations have all influenc- 
ed the development of both institutions and services for disabled persons. 

Of partieular relevance to the present study are some current explorations of decentralized formats for the institu- 
tions dealing with services for disabled persons and the social and environmental factors Involved. They are: 

-•The tiUDiftr of responsibility for health and welfare senlees to County Councils, which are the smallest govern^ 
meat aiUt with faeiUties for th^e puipos^« Thus, pi^vention, east flnding^ rthabilitadon and sodai aetion are coor- 
dinated at that level with poUey guldanet and teehnied assbtantce from central authoritl^, 

»^perimenti by the National Labour Markit Boards which in the past had a highly centraliied role In deaUng with 
the employment probltmis of all disabled persons, to create sitnations in which the employnient of disabled penons 
will facilitated by in*bonie *^adjustment groups" and other measure less dependent than in the past on the central 
aathority* 

«The allocation to organliatlons of and i^presentlng disabled pei^ons of functions formerly performed by govern- 
ment and private instttntions. The government subiidli^ th^ organiiations* Their emphasis is primarily on publie 
education and awaren^ projicu, monitoring faeiUti^ and ^rvic^^ and filling advisory rol^ In planning organs. Re- 
cent reports indicate that national Institntions which preiiouily carried out some of these functions are faced with 
sharply rtdueed r^ponsibiUti^ and considering modiflcations In their structures and programs^ 

In both the Federal Republic of Geraiany and Japan tendencies towards the centralization of services In centers and 
programs operated by governmental institutions appear likely to affect the roles and functions of traditional institu- 
tions. A full understanding of the implications for the overall structure of the societies* response requires more detail- 
ed study and observation than has been possible, 

Bradl provides an Interesting example of the situation, which exists in many other countries, in which one or several 
ministries or other agencies have developed programs with little or no reference to others working in the same or close- 
ly related fields* The Mlniitry of Health supports a miyor rehabilitation facility in Brazilia, the Capitol, and several 
other lesser centers; the Ministry of Social Security, through the Instituto Nacional de Prevencia Social [INPS}, 
operates the largest network of services and centers; the Ministry of Education has a national training center for 
teachers of special education and gives assistance to the states, which operate the schools; the Ministry of Labor ap- 
pears to have little or no concern with disability problems; some rehabilitation centers and facilities are operated by 
universities, university-related hospitals and voluntary organizations* The Ministries of Social Security and Education 
have published joint policies relative to their programs for ^ceptional children, which are implemented to some 
degree through three semi-voluntary bodies subsidised by these ministries. This appears to be the only instance of real 
coUaboration between the various agencies. 

In an effort to improve the situation, Ae Government of Brazil has recently established a committee to suggest new 
patterns for le^slation and the Institutions nec^sary to mount a more comprehensive national coverage. The effort to 
locate models that could be separated from the particular political and historical contexts in which they have evolved 
to a degree sufficient to be of help to the Brarilians has highlighted the need for better information and analysis of in- 
stitutional frameworks. 

The situation in Braal is replicated with minor variations in many other countries, especially In Latin America 
where the Social Security institutions are frequently the best financed and hence the most prominent rehabilitation 
facilities. 

The above Inadequate sketches of parts of the situations in some countries are presented with reluctance to convey 
some Idea of the issues to which the theoretical sections of this papt r refer. It must be emphasized that the information 
given does not do justice to the value of the actions being taken in these countries, nor does it describe adequately the 
gaps between what was referred to earlier as a "comprehensive and coherent response to the problems of handicap- 
ping" and the de facto situation in these other countries. To overcome those faults would require a great deal more 
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rasearch than his been possible for the preparation of this document. 

CoDcluslon 

There is a laek of syitematic and reliable information about the institutional framework of the national response to 
the problems of handicapping in any country, Mueh descriptive material may be found dealing with the organizations 
and methods for delivering the various rehabilitation services and, to a lesser extent, for seeking to modify the social 
field, Progranis to accomplish the objectives needed for prevention of impairment (e*g* mother and child nutrition, 
counselling and guidance of paFents, improved maternal and child health services, immunizationi better care of those 
affected by disease and infection, accident prevention in the home, at work, on the highways and elsewhere) are, when 
they exist, usually found in other inititutionil areas than those concerned with disability. Actions to influence some of 
the more general factors leading to impairment and disability, such as poverty, war and civil strife, fall within institu- 
tional areas where the political overtones require completely different avenues of approach, which are not dealt with 
here. 

It is suggested that each nation should approach the problems of handicapping in a manner that will evolve a ' - com- 
prehensive and coherent response" incorporating suitable planning and effective implementation. Three considera- 
tions are believed to be essentials 

-^Firstt the r^ponie should addrMs three mijor areas of actioni prevention, rehabilitation and modificaUon of the 
sodal field, 

-^S^£oiid» thoie three areai of action should be i^garded as a continuum of interrelated functions rather than as 
ieparalt tasks. 

^Thirdy the response to handicapping should bt included In the designs for action for more general economic and 
sodal divelopment. This to of particular important In the developing countri^ where the * -national development plan" is 
a key instmment of priori^*setting and of budgeting. 

The question, then, is to determine what institutional arrangement will, in any given political, economic and social 
structure, offer the maximum possibility of accomplishing the objectives implicit in those concepts. 

International gatherings are quick to recommend, as was quoted earlier from The Manila Statement adopted by the 
Second International Conference on Lepslation Concerning the Disabled, that there should be a * -national plan" and 
that it should be prepared and implemented by a **national coordinating committee," Some countries have followed 
that procedure with more limited objectives than those described above. More often, the national plan has been 
pripared by existing institutions, executive or parliamentary or both, and out of it has emerged a new insitutitional 
framework. No basis exists to evaluate the relative merits of these approaches, and it is entirely possible that all of 
them, and others, are equally efficacious when they are in harmony with the paticular circumstances in which they are 
employed » 

The development of a national policy that will address all aspects of the intertwined problems of Impairment, 
disability and handicapping, and the creation of an institutional framework that is effective in implementing all facets 
of that policy* must be the objective in every nation* If the exchange of experience in seeking those goals Is to be of real 
value, if the advice and examples to be offered to countries which are beginning their response in this field are to be 
useful, It will be necessary to examine these issues and the related experience much more fully and scientifically. 
Realistic analyses should be made of the de Jure and de facto institutional arrangements In a number of countries that 
are typical of the different economic, political and cultural situations to be found in the world. The information gain- 
ed should be subjected to comparative analysis with the objective of identifying the factors that are critical for suc- 
cessful institution building. The flndlngs of such studies would be of great vriue to all countries as a backdrop against 
which to reexamine exislting Institutional arrangements, and of special value to newly developing countries where the 
processes of planning and program implementation are in their early stages and the institutional framework for a na- 
tional response to handicapping has not yet become rigid. 

Footnote 

1 . In this paper, the following terms have been used with the definitions Indicated* 

Impairment "Any loss or abnormality of psychological, physiological, or anatomical structure or function,"* 
Disability - "Any restriction or lack (resulting from an impairment) of ability to perform an activity in the 
manner or within the range considered normal for a human being."* 

Handicap « "A disadvantage for a given Individual, resulting from an impairment or a disability, that limits or 
prevents the fulfillment of a role that Is normal (depending on age, sex, and social and cultural factors) for that 
individual,"* 

Institution « An organizational system* 

2. Medium Term Plan of the ILO for 1982<47, International Labour Office, Geneva 1980. 

3. M, Djilas, "Yugoslavia and the Expansionism of the Soviet State," Foreign Affairs, New York, Spring, 19S0, p, 
852, 

* From Int^mational Chssiflcation of Impairmmts, DisabilMgs and Handicaps^ World Health Organization, 
Geneva, 1980. 
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4. S,Z, Nagi, '*Thi Concept and Miasurimtnt of DiiEbility," Disability PoUcl^ and Government ProgimniSp E.D. 
Berkowiti, Ed., Praegtr, New York, 1979, p. 1. 
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Excerpts of Reviews and Comments 



The following are ^cerpts of reviews, commenis and gu^tions rmed by the Switzer Fellows. Thme are presented 
to further stimulate thinking as well as action as it relates to the content of the chapter by Norman Acton. 

- 'Whin ona confronts the ^cross-cutting' nature of rthabilitation» that Is, its application to all phasts of thf disabled 
parson^s Uft with the categorical^ specialized and segminted organizationi of the rehabilitation industry - particularly 
in the United States - it^s clear to set why we must continue to focus upon service coordination. While we all may en- 
dorse the prindplt of coordination, the qutition remains - who is to fashion the coordination, who is to take the lead 
responsibility to see that the comple?^ interdiicipUnary and interorganizatlonal service lystem responds to the in- 
dividual's needs. Is it realistic to expect the person with the disability to weave his/her way through the nnaEe? Is it the 
primary risponsibility of consumer organiiations? State rehabilitation agencies? Voluntary agencies? 

The author should address the question of the 'tranferabiUty* of institutional structures given the unique political, 
social, and economic situations In each country. For ^ampltf in terms of superordinate governmental policy and 
structural amrangementSi can we assume that the approach of the social democracies (Sweden^ W* Germany or 
England) would be given serious consideration in the United Stat^? Also^ has the author confronted such na- 
tionalistic resistance among various countries; If so are there any effective approaches he would suggest to overcome 
thi official or popular conception that 'things are so different here that we have little to learn from others who do not 
share our social, poUtcial or economic values?' 
-Donald Galvln^ Ph.D. 

"Mr. Acton^s impressive paper stresses the importance of each nation's having a national policy which will address 
all aspects of education and rehabilitation of the handicapped and will place emphasis upon prevention of im- 
painnents» While international conferences on rehabllitetion have been pleased to list recommendations, possible pro^ 
cedures for carrying them out are not clearly i^nderstood. Mu Acton suggests the need for a systematic study of in^ 
stitutional structures of various nations and tiitir relations to economic, sodal and political systems as one means of 
Jud^ng application of procedures for initiating or expanding national programs." 
— Jeaitne R. Kenmort^ Pta*D« 

"The author touches upon one of the most difilcult, if not the most dlfflcult problem, faced by the field of Interna- 
tional rehabilitation. The problem Is to establish Institutions for service delivery which are germane to the character of 
involved nations and which have prov^ to be efficient and effective in meeting the needs of disabled for the coming 
years. It will be most helpful for the Seminar to explore in greater detail the current evidence about which institutional 
arangements have been effective or ineffective. The examples used by Mr. Acton support the view that each nation is 
different and is in need of its own arrangement. If current information about the adequacy of health delivery institu^ 
tlonal arrangements is unavailable, the Seminar should propose that this matter be studied by an appropriate agency. 
The purpose of the study is to determine the current institutional arrangements and make some Judgments about their 
efflcacy In meeting the needs for good health care. Following the study, a model should be developed which assists na- 
tions in building their own institutional arrangiment suitable for their history, culture and national character. 

Though there is some degr^ of success with bitter health delivery at the community levels the question remains 
about the future of such an approach without the support and direction of central government. It would be interesting 
to learn of examples of communty level health care projects which have had a multiplier effect throughout their coun- 
try. Many of the projects cited in the literature have not had a catalytic effect to the extent expected." 
-^Miehatl Marge ^ Ed.D, 

"The author dissects the problems associated with physical and mental handicapping conditions exceedingly well In 
this paper. His international case apprbach, however, should have indudcd countries from Africa, Asia, Central 
America, the West Indies, and the Middle East. Problems of Institutions for Disability Prevention and Rehabilitation 
are observed in these areas of our world. We are In complete agreement with his conclusions and recommendation as 
to programs needed to accomplish objectives.'' 
»Jam^ S. Petirip II, Ph«D. 

**Acton outlines national Institutional arrangements to coordinate and mobilize disability prevention and rehabilita- 
tion efforts suggested by rehabilitation planners and practloners from various countries. But the concept of cen- 
tralization of rehabilitation efforts runs counter to the current movements towards decentralization of human services 
delivery systems in many developing countries.'' 
^Robert B, Ransom 





"Uniform national policies regarding disability is a worthy international goal. Given the wide variances in political 
systemSt resources, religions, and individual national problems, it may be an elusive goal, or as serious^ it may be only 
a paper victory if such a policy is established. We art all familiar with the abuses to which the United Nation's 
Declaration of Human Rights hai been subjected, Tht International Year of the Child was violated in parti of the 
world by mass starvation and slaughter of children. International policiei can producei or be perceived as producing, 
the opposite of their intentions. 

Inherent in both the Acton paper and the Curtis paper is a criticism of centralization and its attendant profes= 
sionaliim. Sweden, which set the tone for many developed nations in their approaches to disability, seems to once 
again be ahead of the crowd in decentralizing and allowing decisions to be made by disabled peoplCi i*e*, from small, 
local groups of people most directly affected, those with disabilities. Tht U,S. experiment with 'centers for indepen- 
dent living- seems to be following this direction." 
.^Robert H, Ruffntr 

Summary of Recommendations 

The following is a brief summary of recommendations and implications for action as developed by the Switzer 
Fellows as it relates to the topic of the first chapter. (The recorder was Martin McCavittf Ed.DJ 

The working group discussed the paper at some length and closely examined the authors recommendations. The 
working group had the advantage of having before it the preliminary draft of the Declaration of the Rehabilitation In- 
ternational Charter for the 80s, which is a compreheniive and well-developed thesis of where we go from here for the 
next ten years. It was developed by a very astute and welUlnformed group of specialists, assisted by the results of con- 
sultations held in many parts of the world. 

In the Charter, each country is urged to prepare a comprehensive national plan for the achievement of long-range 
goals in the light of the principles it enunciates. The plan should involve all major sectors of national life and be a 
component of high priority In any program for national development; it should provide for the full participation of 
people with disabilities in such programs^ including all sectors of national and community life! 

It is stated that* "the Charter for the 80s Is a statement of consensus about measures to enable humanity to protect 
and nourish the rights and responsibilities of every person, those who are called disabled and those who are not." 

The Working Group made several recommendations based on its dlscuiiion of the paper. While recogniEing the 
theoretical objective of a comprehensive national plan for each nation , the group did not believe that the preparation 
of such a plan was necessarily the first step of highest priority for each government. Its recommendations evolve from 
that pattern of thought. 

1* PTOptf timlag is eiiential in developing political support and consensus for program for disability prevention and 
rehabilitation, and It is possible to draw upon accumulating experience to evolve a national plan rather than drafting it 
all at once. The advent of the International Year of the Disabled Perions in 1981 will no doubt create a climate in 
which progress can be accelerated « 

2. Comprehtnilvf and CoDtiiinity Every plan should be concerned with prevention of disabilities at all levels, and 
the rehabilitation approach should be comprehensive in nature which means that all factors should be considered in- 
cluding* the physical, social, economic and psychological aspects of the person and his community. The plan should 
also have contlnuivy assuring an on-going effort as well as a follow-through of all goals and objectives, 

3« Thi itages of ilivelopment both of services for disability prevention and rehabilitation and of public understan- 
ding and poUtieal support for such lervices varies greatly in the different regions of the world. Pressure for the 
development of programs and overall national plans must, to be effective, take the particular situation of the region, 
and of the individual country, into account. The availability or lack of resourcei is a primary consideration if plans are 
to become operative. Regional Institutions can assist In developments and each national should be aware of its role in 
regional cooperation, 

4« Study and Evalaiition of the Plan Every effort should be made to study and evaluate the policy and planning as 
it is developed. Procedures for this should be an integral part of any program or plan. 

i, Implementfltlon of Progi^ni The greateit concern of all those who plan must be interested in the end results 
-that of implementation of the plan, to assure that program and services are activated and put to use for the disabled 
population, as intended. 
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Chapter Two 
By Michael Marge, Ed.D 



The Prevention 
Of Human Disabilities: 
Policies & Practices for the 80s 

Summary Comments 

Thw paper ts a €ompr$h€miv0 statement on prevention of human dmbiUtim and recommended poiicm and prac^ 
ticesfor the 19S0s, It is concerned with t/w huge problems ofhmlth and preventive measures that have been known for 
many years. The hbtortcal approach dating back to HippMrates during the Fourth Centuiy, AC, is interesting and 
signifleant and pre^nts a challenge for the future as we move from that point In history through the 1900s, where the 
lading causes of death have been irtfluema$ pneumonia, diphtheria, tubemilosis, and gastro^intestinal i^ections, to 
the pr^nt day killers and chronic diseam commonly rtferred to as the big three (cancer, heart disease and stroke). 

The author spmks of several public health revolutions. He believe the flm public h^lth revolution has successfully 
run to course, at least in the C/.S. and the mq/or industrial nations. He states that the second public health revolution 
is now ne^ed in the C/.5. for the prevention of the mtjor chronic dbemm, rather than the treatment of these diseases 
^ter th^ have developed to an advance stage. It b pointed out dramatically that currently only a small amount of 
the federal health dollars are specifically identified for preventive-related activities. 

The author discusses primary prevention as the inhibition or elimination of disease, iruury and disability before 
these conditions qffect the individuaL 

Secondly, prevention rtfers to the early detection and tiwtment of disease, and tertiary prevention is the reduction 
ofdbability by attempting to restore ^ective functioning. 

The authors points out some general cautiom in dealing with prevention and stresses five types of human 
disabilities, communicative disorders and social problems. He does a commendable Job in d^criblng these dtiabilities, 
but the area of greatest con^m relates to social problems including alchohol and drug misuse; adolescent pregnancy; 
smmally transmissible diseases; and crime* 
Rtvitwid by Martin McCavitt, Ed.D. 



Inti^nctiloB 

The study and appUcadon of pf evtndve measures to reduce diiiase and physieal and mtntal suffering Is not of re- 
cent oripn« In faet» the intm^^t in prfvention has long historioal roots as far ba^k as Hipp^rates« the ima^native and 
prograssive Or^k physidan In the Fourth Century B,C, Hippocrates taught that tilii physieian should study the whole 
person and not Just ttie diswe and that it Is more important to preYiDt a patient's ULness tiban to cure him. 

It was not until the development of the fldds of epidemiology and preventive medicine in the 19th Century, did the 
practice of^ prevention have a dedded impact on disuse and disabili^ in the U,S* population. Writing about the 
history of preventive medidne in the United States, G^rge Rosen obitrvei that noticMblt gdns were reaU^d during 
the e^ly years of the 190% when concern about idl health problems were ejcpreis^ by medical l^ders and org ani^- 
tionj (Rosm, 1975)« Malnutrition and its effect on physical devtlopment was publicly. Also, awarencas of dental 
dii^i^ as a h^th problem of children and ^ulU was ^eady pregent m the early years of the centu^. In 1900, the 
National Dental Association (now the Amerl^ Dental Association) ^tablish^ a Committee on Ord Hy^ene in Our 
Public Schoob for the pun^ose of t^cUng "Oood t^h, good h^th*' to icbool children. 
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In the 1979 Surieon Ginerars Report on Health Promotion and Disease Prevention, it is observed that our 
Nation's first public health revolution was the struggle against infectious diseases which spanned the laie 19th Century 
and the first half of the 20th Century. In 1900* the leading causes of death were Innuenza, pneumonia, diphtheria, 
tuberculosis, and gastrointestinal infections. In that year the death rate from these major acute diseases was 580 for 
every 100*000 peopli* Today the mortality rati from these disiases is about 30 people per 100,000. 

Alio, increases in life expectancy and decline in infant mortality have realized notable progress since 1900. According 
to the Surgeon General's Report (1979) the progress was achieved by improved treatment and curative medicine and 
by the application of preventive and health promotion measures. Among the measures cited are improved sanitation, 
better nutrition, the pasteurization of milk, and the control of infectious diseases through the development of effec- 
tive vaccines and mass immunization. 

As early as 1951, the World Health Organization lauded these gains made by modern medicine in the following 
statement: •'Modern public health has been developed during the last hundred years from primarily a legislative and 
police function to an applied science, which constitutes an important and integral part of social and economic evolu- 
tion, The techniques used in health administration have consequently been changed to emphasize positive measures in 
planning and organizing modern health services on a community basis, in order to create a healthy environment for 
the people, and in educating the public for active participation in health work." (Rosen, 1975) 

Now it is felt that the rirst public health revolution has '^successfully run its course, at least in the U.S. and the ma- 
jor industrial nations." (Surgeon General's Report, 1979), There is a call for a second public health revolution in the 
United States - the prevention of the major chronic diseases (e.g. heart disease, cancer and stroke), rather than the 
treatment of these diseases after they have developed to an advanced stage, The Report continues, "It is clear that im= 
provement in the health status of our citizens will not be made predominantly through the treatment of disease but 
rather through its prevention." (p. 9). Despite this recognition of the importance of prevention, currently only four 
per cent of the Federal health dollar is specifically identified for prevention related activities, 

There are many compelling reasons for increasing our focus on prevention at this time. Many Americans are deeply 
interested in achieving and maintaining good health status. There is a great deal of knowledge about the causes and 
risk factors for chronic diseases. The United States certainly does possess the resources to mount national, state and 
community programs of prevention. Also, all thoughtful health service professionals are aware that prevention saves 
lives, improves the quality of life and is cost effective in an era of health cost inflation. In view of these reasons, one 
must ask why prevention is not the major priority of our health care system. Part of the answer is historical and part is 
economic* 

Curraulyi health care in the U.S. Is provided by a diversity of professionals and agencies. Note Chart I which 
outlines the Spectrum of Health Care Delivery (DHEW, 1975). There is little formal cooperation among the various 
providfers which results in serious gaps in meeting overall health care needs. For example, the U,S. system gives high 
priority to acute care but places limited emphasis on preventive and continuing care. If an individual Is 
struck by a catastrophic disease or accident^ the wonders of our medical technology and practice is dramatically 
demonstrated-at considerable cost to the patient. It is unusual and the exception, however, to find health care pro- 
viders assisting an individual in effective primary prevention. 

The delivery of health care in the United States operates on a monopolistic basis. The physician, not the health con- 
sumer, determines health care priorities and costs of health care. These factors lead to an emphasis on primary and 
acute care because that is where the money is to be made, The area of prevention Is not highly remunerative. Also, 
educating people about good health habits and taking measures to prevent illness are complex and time-consuming ac- 
tivities. They have no glamour for health care providers in a system g^red to sophisticated medical technology and 
practice. Private doctors and neighborhood health centers provide some preventive care by administering innocula- 
tions to patients and testing them to determine potential health problems. But the education of patients about good 
health habits is generally overiooked (DHEW, 197J). 

The complexities and difficulties in instituting a community-based program in prevention are overwhelming to 
many Individual health care providers* "Where do you begin?" is a quesllon often asked by health care providers un- 
familiar with the area of community based prevention programs. 

Preventive care, therefore, is considered the weakest aspect of our health care system In the United States (DHEWj 
1975). In theory and practice, prevention should be incorporated as a systematic part of health care delivery at every 
leveL Unfortunately, this is only found In several health maintenance organisation (HMO)-type arrangements such as 
Kaiser Permanente and the Harvard Community Health Plan. 

Daflnitlon of Frevention 

When considering an operational definition of prevention, it is important to focus on the ultimate purpose of a 
prevention programs the elimination of disease and disability and the maintenance of health. Health is a difficult con- 
cept to describe and measure. One of the most widely cited definitions of health is found in the Constitution of the 
World Health Organization* 

"Healtb Is a state of complete pbysiealp mintal and soci&I welUbeing and not merely the absence of disiait or infir* 
mity," (1948). 
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Diseast^ ihould be perceivid as entitiei which havt a natural life hiitory, extending over time throuih a Siquenct of 
stagii (Mausner and Bahn, 1974). It is now known that fagtors leading to the dgvelopment of chronic dist ases often 
are present in ^rly lift, many years before the appearance of clinical disease. The se quence of states in the history of 
disease are d^cribed as follows (Mausner and Bahn» 1974)i 

1. State of suscqjtibilityi At this stage the diseaie has not developed but the **groundwork has been laid*' by the 
presence of factors which favor its occurence. For eKampltp heavy cigarette smoking increaaes the pf ospect of cor- 
onary heart diseaie and lung cancer, 

2, State of presymptomatic diseases There is no obvious disease but undiagnostd changes have started to occur. For 
example, prtnaallgnant iterations in tisiue are taking place, 

3,Stage of clinical diseaie: The occurance of obvious anatomic or functional changes is diagnosed with recognizable 
signs or symptoms of disease. For example, the detection of cirrhosis of the liver after many years of alcoholism, 

4. Stage of disablUtyi According to the nature and severity of certain diseases, some run tneir course and are resolv- 
ed spontaneously or as the result of medical intervention. Others may lead to a residual problem and a short term or 
long term disability. For example, a child with a moderate hearing loss resulting from repeated bouts with otitis media 
may experience total recovery after a program of medical intervention. But individuals who suffer spinal cord injuries 
often experience some degree of disability in physical functioning. 

Disability can be deflned in various ways. In community surveys it usually means any limitation of a person's ac- 
tivitiei to include the foUowingi the individual's psychosocial role as a family member, student, wage earner or 
homemaker. It is the loss of function rather than the structural defect which is of greater significance to the rehabilita- 
tion specialist. Since individuals differ in their response to diseast and phpical defects, their resultant level of diiabili» 
ty wUl differ. 

It was mentioned above that disease follows a natural course of development over a period of time. As disease 
evolves over time, pathologic changes may become flxed and possibly irreversible^ The m^or goal, therefore, is to 
push back the level of detection and medical intervention to the '-precursors and risk factors of the disease, 
(Mausner and Bahn, 1974). Simply stated, prevention is the inhibition of the development of a disease before it oc- 
curs. But in recognition of the natural history of disease, a broader definition is necessary and will be more relevant. 
Three levels of prevention are recognked (Mausner and Bahn, 1974), 

Primary PrevendoB is the inhibition of the dtvelopment of a disease by altering lusceptibility or reducing exposure 
for susceptible individuals. It is generally achieved through two major categories of activities: general health promo- 
tion and specific health measures (e,g, immunization, environmental sanitation, and protection gainst accidents and 
occupational haz^ds). 

Secondary Prevtntlon is the early detection and treatment of disease. Early detection may lead to the elimination of 
the disease or the retardation of the disease's progress, thereby previnting further complications, more disability and 
communicability of contagious diseases. One of the major practices of secondary prevention is the mass screening of 
asymptomatic persons. These persons may be high risk or from the general population. 

Ttrtlary PreveDtloii is the reduction of disability by attempting to restore effective functioning. The major ap- 
proach is rehabilitation of the disabled individual who has realized some residual damage as the result of a disease or 
accident. The goal is to work toward '^maximal utilization of the afflicted person's residual capacities, with emphasis 
on his remaining abilities rather than on his losses,-' 

The three levels of prtvention apply to all populations, regardless of age or spedfic characteristics, such as ethnici- 
ty, race, sex, socio-economic level, occupation, etc. For example, immunization against diphtheria is generally ad- 
ministered in infancy and &rly childhood, InfluenM vaccines are strongly r^ommended for the elderly during periods 
of high risk. Accident prevention Is an essential during early childhood as it is during adolescence and young 
adulthood. And so on. 

Other characteristics of the population (e.g. ethnicity, race, sex, etc.) are taken into account in the application of 
prevention strategies and practices. For example, the prevention of genetic dlsordOT (e,g. Sickle cell anemia or Tay= 
Sachs disease) must consider the high risk factors of race or ethnicity. At one time cancer of the lungs associated with 
smoking was primarily a disease of males. A recent report from the National Institutes of Health Indicated that If the 
proportion of women who smoke does not decrease and current trends continue, experts predict that lung cancer will 
surpass breast cancer as the leading cause of cancer mortality among women by 1983, 

Preventtve Medicine and Epidemiology 

Preventive medicine (also known as population medicine) is concerned with the health of a defined community. It 
requires specific techniques and skills in addition to those needed for clinical practice. Clinical and population ap- 
proaches to health and disease are highly Interrelated and, together with the basic sciences, complement each other 
(Mausner and Bahn, 1974), The chief focus of preventive medicine is the community. But it depends upon a systematic 
way of studying both the diseases present in the community and the patterns of the delivery of medical care. 
EpidCTiology is the specialty which provides the systematic approach to study of disease and health care delivery in 
the community, 

Thou^ the past focus by epidemiology has been on tfie study of Infectious dishes In the population, its principles 
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and practices art bdiig appliid to othaf areas of human disorders. By examining and analyzing the extent and types of 
illness and injuries in communities and the factors which influence their distribution, epidemiology holds out the pro- 
mise that the causes of disease can be ditermined. When the cause is known, then preventive measures can be effec- 
tively applied* 

Inddf ace and Privaltace of Human DisabllitiiJ 

Incidence is a measure of predictability. It is a determination of the rate at which people without disease or disability 
will dtvilop the affliction during a specified period of time. Prevalence is a measure of the number of people in the 
population who have the disease or disability at a given point in time. Therefore, incidence is the rate at which new ill- 
ness Of disability occurs dufing a specified period of time« Prevalence informs us about the amount of Illness or 
disability existing at a given point in time in the community. 

There are several cautions which one should take in utilizing the current estimates about incidence and prevalence of 
human disabilities. 

1 . Human disabilities are categorized arbitrarily by different authors. The categorization used here may differ from 
that used by other prevention specialists « 

2. Estimates are often based on a diversity of studies and sources of information. Some incidence and prevalence 
estimates appear to be quite sound because they are based on replicated studies. Others are based on one study or on a 
small population and therefore must be used with extreme caution. 

3. The matter of definition of human disabilities is a serious problem. Definitions differ from researcher to resear- 
cher, from area to area, and from country to country. Though there has been considerable effort given to the 
establishment of consistent and valid deflnitionSj the problem still remains, especially in such areas as mental illness 
and social problems. 

4. The use of broad and general population estimates should be for the purpose of obtaining a sense of the 
magnitude and the parameters of the problem in the population. 

With these cautions in mindt the following information is offered according to Ave types of human disabilities; 
mental retardation, mental illness^ physical disabilitieSi communicative disorders and social problems. 

Mental Retardation 

There are many deflnltlons of mental retardition but the one that is commonly used is as follows: Mental retarda- 
tion manifests itself as a disability in reasoning skills arising from a disorder in brain development or functioning and 
resulting in a lessening ability to learn, to care for oneself , and to make sound decisions about the everyday problems 
of life (Fotheringham and Morrison, 1976). For purposes of quantifying the condition, researchers have used these 
criteria for identifying the mentally retarded person: individuals who repeatedly score 84 or less on standardized IQ 
tests or who have a signiflcantly reduced level of social maturity. Among those so classified » about 80 percent are 
termed "educable,- ' that is persons capable of learning new skills but at a somewhat slower rate than average learners. 
The remaining 20 percent include a large number of persons termed - - trainable' '-persons who can be trained in the 
basic skills that will enable them to handle routine tasks, such as eating, dressing, and certain kinds of vocational ac-^ 
tivities. Only a small group of the retarded are unable to benefit from training activities because of the severity of their 
problems. 

The incidence of mental retardation in the population is estimated to be 3 percent or 30 persons with mental retar- 
dation out of a population of 1,000 (Birch et ai, 1970). In 1977, the prevalence of mental retardation in the United 
States was estimated at 6 million Americans (NIH Reportp 1977), Aho, between 1 and 2 million were estimated to be 
profoundly handicapped. 

Mental Illness 

In order to understand the nature of ment^ illness, one must look at the continuum of mental health to mental ill- 
ness. Many people have attempted to define mental health but most agree that it refers to satisfaction with one's posi- 
tion in life» receiving a reasonable amount of gratification from what one does socially and occupationally. Therefore, 
mental health is a relative matter rather than something that can be measured in absolute terms. This is in part because 
mental health is the sum of many contributing factors. The mental health status of a particular person is determined 
by his genetic make-up and by all the experiences he has had since birth. One can think of the range of mental adjust^ 
ment as a continuums 

mental health.,.,.,,... .mental llln^ 

At the left is the well-adjusted person^ at the ri^t, the person who is unable to function adequately because of 
serious emotional problems. The rest of the continuum represents persons with a variety of symptoms and differing 
degrees of functional ability. For example, an individual may have psychotic symptoms but has learned to control 
them sufficienUy so that he can maintain a job and support himself. Another individual may have only neurotic symp- 
toms but is unable to control them* He is so distraught that he spends almost all of his time seeking help and cannot 
concentrate on productive activity. 

The President's Commission on Mental Health has reported that at any give time, up to 25 percent of the popula- 
tion is estimated to be suffering from mild to moderate depression, anxiety » or other emotional disorders. In 1975, 3 
percent of the population or almost seven million people sought treatment by specialists in mental health and one to 



two million weri hospitalized for mental problems that year. Depression and manic depressive disorders are among 
the most severe types of mtntal illnesi in terms of prevalence, economiQ cost and mortality* Of the 29,000 suicides 
recorded in the U.S, tach year, more than 80 percent are determined to be caused by deprissivi mental illness. Sevefe 
depressions or manic excitability disables two to four of every 100 adults at any given time, 

Phyiical Disabillttes 

Physical disabilititi refer to some abnormality in one of the organ systems that seriously reduces an individuars 
physical functioning or terminates phyiical fucntioning to the point of rendering the individual funetionless* The six 
most common conditions which result in physical disabilities are spinal cord injuries, head injuries, stroke, fractures 
(partl'^'ilarly hip fractures), amputations (particularly above-knee amputations), blindness and rheumatoid arthritis. 
The Public Health Service defines disability as l^Ilows: "Disability Is any temporary or long-term reduction of a per- 
son's activity as a result of an acute or chronic condition. It is often measured In terms of the number of days that a 
person's activity has been reduced (Public Health Service, 1979)." 

In 1977, 12 j percent of the population or 27,500,000 Americans reported limitation of activity resulting from a 
chronic condition or physical impairment. Of the number reporting, three percent of the young people were limited in 
activity while 43 percent of the elderly reported activity limitation. Actually, 17 percent of the total population of the 
elderly in the United States were unable to carry on their daily activities because of chronic condition or impairment. 
These data from the Health Interview Survey must be interpreted with care. 

CominuBieativt Disorders 

Though hearing disorders are usually grouped under Physical Disabilities, they will be considered under the area of 
Communicative Disorders because of their direct affect on human communication. 

Five types of disorders are idtntiflid.* disorders of phonation, fluency, articulation, language and hearing. 
Estimates of incidence and prevalence are as follows: 

1. Disorders of phonation: Refers to voice quality nnd voice production difficulties. It is estimated that one to one 
and one half percent of the total school population possess voice problt ms serious enough to require professional at- 
tention (voice therapy). (Wilson, 1979)* 

2. Disorders of articulation^ The number of children and adults with chronic and persistent articulation difficulties 
is quite smalL It is estimated that about two per cent of the school age population above the age of eight possess ar- 
ticulation disorders severe enough to require professional services. Since most articulation difficulties do not persist 
after the age of eight, the percentage of adults with articulation problems is probably betwain one and two percent 
though there is no substantiation of this observation. 

3. Disorder of fluency: Fewer than one percent of the U.S, population Is estimated to possess chronic problems with 
the rate and rhythm during the act of speaking. Though stuttering problems represent a small number of speech han- 
dicaps, the condition is most disabling and is noted for its deleterious Impact on the social and occupational life of the 
individual. 

4. Disorders of language: About two percent of the school age population possess dlffleulties with the understand- 
ing and expression of oral and written language. Children and adults with language problems resulting from bi- 
linguallsm. Black dialect and other language forms are not included in this category, 

5* Disorders of hearing: It is estimated that five percent of the school age population possess hearing disorders with 
hearing levels in one ear at least outside the range of normal and that from one to two of every 10 In this group will re- 
quire special education (Eagles tt al, 1963), The remaining children will improve through spontaneous recovery or 
through medical intervention. 

The commonly used Incidence statistic for communicative disorders is five per cent of the preschool and school age 
population. It Is estimated that in 1977, 2 J million children between the ages of 2,5 to 17 possessed some form of 
communicative disorder which was so serious that the problem required some measure of prnfesslonal attention, if not 
a program of therapy. 

Social Problinis 

Social problems refer to those conditions which have deleterious effects not only on the afflicted Individual but also 
on other individuals In the community. The most serious disabilities under this category include (1) alcohol and drug 
misuse, (2) adolescent pregnancy, (3) sexually transmitted diseases, and (4) crime, particularly homicide, 

1. Alcohol and drug misuser Such misuse are behaviors with serious Implication for many areas of Ilvini. For exam- 
ple, alcohol and drug misuse increase the risk of accidents, suicides, and homicides. They also contribute to family 
disruption, poor school and job performance and may lead to long-term chronic problems. 

About seven pircint of the U,S, population over 18, or 10 million adults, are estimated to be problem drinkers. 
Younger problem drinkers from 14 to 17 years of age represent a similar serious challenge to health care. It is 
estimated that three million of them are problem drinkers and become intoxicated at least once a month. 

Drug abuse was virtually unknown among young people in 1950. Before 1962 only two percent of the U.S, popula- 
tion had any lifetime txperience with illicit drugs. Then the American society began to experience a drug epidemic. By 
1977, 60 percent of 18-25 year olds had tried marijuana, 20 percent had tried stronger drugs, such as cocaine and 
hallucinogens. Though actual prevalence is difficult to obtain, it is estimated that in 1978, there were 450,000 heroin 

IS 



addicts and 30,000 sedative-hypnotic addicts (Surgeon Generars Report, 1979). 

Of particular concern are the statistics regarding marijv'^na use by teenagers and young adults. Ten percent of high 
school seniors reported daily use of marijuana. When iUii drug is used in combination with alcohol, the risk of ac- 
cidents eonsiderably increases. 

2. Adolescent pregnancy: Adolescent mothers are at high risk. They experience a greater risk of bearing low birth 
weight infants, face significant social problems, disrupt their schooling, and realize high rates of repeat pregnancies 
and public dependency. The major underlying problem is inadequate knowledge of and access to information on sex- 
ual behavior and family planning. 

It is estimated that 25 percent of American teenaie girls have had at least one pregnancy by the age 19. Each year 
about one million adolescents under the age of 19 become pregnant. Though birth rates for teenagers aged 16-19 are 
declining, they are increasing for girls under 16. 

3. Sexually transmissable diseases: Although there has been some recent improvement in the overall incidence of 
gonorrhea and syphiliSi both diseases still pose a serious health problem. Both diseases are increasing among 
adolescents. It Is estimated that S-^ 2 million cases of sexually transmitted diseases occur each year. Of that number, 75 
percent are found in the age group from 15-24. These diseases result in an estimated 75,^0 women each year of 
childbearing age who become sterile (Surgeon Generars Report, 1979). 

4. Crime: Crime in the United States has reached epidemic proportions. It takes its toll on the American public by 
the continual threat of violence and bodily harm, by increasing the price of insurance and police protection (and 
thereby goods and services) and by redudng the general quality of American life. U.S. Department of JusLice reported 
that a violent crime occurred in our country every 32 seconds (U.S. Department of Justice, 1976). More than 
11,3Q0|000 major crimes were committed in 1976. 

Based on reports by the Federal Bureau of Investigation, on the average, one in every 20 persons may be involved in 
a major crime. These include murder^ rape, robbery. Of particular concern is homicide. Murder accounts for over 10 
percent of all deaths among adoleicents and young adults. In 1977, 21,000 Americans were murdered; 25 percent of 
the victims were in the age range of 15-24, placing this group at greater risk than the rest of the population. 

The U.S. homicide rate is among the highest for industrialized countries: U.S.-10.2/100,000; France-.9/ 100,000; 
Great Britain--1 .0/100,000; Sweden- 1.1/100,0)0; Japan--1.3/100i000. 

One of the major reasons appears to be easy access to firearms by Americans. From 1960-74, handgun sales increas- 
ed four times, from 1 .5 million to 6 million per year. During thc^ same period, the homicide rate increased from 4.7 per 
100,000 to 10.2 per 100,000 for the overall U.S. population. 

Cauits of Human Dlsabiliti^ 

Each of the major categories of human disabilities may be caused by one or more of many factors. The primary fac- 
tors which have been the subject of careful study and which can be altered to reduce affliction are genetic disorders 
(disorders due to heredity); perinatal complications (disorders resulting from problems encountered during pregnancy 
and the birth process); acute and chronic illness (disorders resulting from fatigue, infections, cardiovascular system 
disease and stroke, gastro-intestinal disease, neoplasms, and so on)* accidents (disorders resulting from injuries sus- 
tained at home, at play, at work and while driving); violence (disorders caused by crime and war); environmental 
quality problems (refers to afflictions caused by air and water pollution, noise pollution, and general toxic contamina- 
tion of the environmental at home and at work); drugs, tobacco and alcohol (resulting In disorders of addiction, 
reduced health status, and often death; and nutritional disorders (resulting in obesity, cardiovaicular disease, and 
cancer)* Other factors of interest to researchers Include deleterious child-rearing practices, familiaUcultural beliefs 
which are due to ignorance and superstition and expose the individual to high risk, unsanitary living conditions, inac- 
cessibility of adequate medical care, and stress due to personal and social dissatisfaction. 

The prevantlon specialist must be thoroughly acquainted with the causes of human disabilities and with our current 
knowledge and ability to inhibit or reduce the effects of these causes. 

Preyention SMtegies 

To mount a eoniprihenilyt comnitinity program of preymtioiif one ihould be aware of the type and range of pro^ 
etdorM and pmettm ayaUabli. If we foeos on only primaiy and sicondary prevention measure, ten strategic are 
identifled. 
1, Immnniifition 

This Is the most effective tool in the prevention of infectious diseases. Active artificial immunization is the pro- 
cedure by which we duplicate the favorable aspects of response to infection without the full consequences of the spe= 
cirio disease. Though there are immunizing agents (vaccines) for 25 disorders, the American Academy of Pediatrics 
reconunendi only seven vaccines for routine use in the United States, Table 11 lists the recommended schedule for im- 
munization of normal infants and children (American Academy of Pediatrics, 1977). In making the recommendation 
of the vaccines for routine use, several factors were considered: (1) the present-day risk of the disease; (2) the benefit 
to the Individual and society in preventing the dlieMe; (3) the efficacy, safety, cost and availability of the vaccine; (4) 
the altimativ^ to vaccine in prevention of the disease; and (5) the special needs and characteristics of the group or in- 
di^duals to be immunized* The Committee on Infectious Disiast s of the Academy of Pediatrics made its recomm.en- 
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dations for inftnts and children who receive their health care in physicians* offices, clinics and similar facilities where 
there is an eKpectatlon of regular attendance. 

The cost effectiveness of this strategy has been documented extensively in the scientific literature. A dramatic il* 
lustration is provided by our experience with rubella. 

In 1963'65, the U.S. experienced a rubella epidemic which left 20,000 to 30,000 children with serious handicappini 
disorders* The estimated special educational cost is about SI billion for the care of the afflicted children (Calvert, 
1969). The epidemic resulted in 5,500 visually handicapped, 12,000 hearing impaired, 1,250 deaf-blind, and 1,250 
retarded/crippled children. In 1969, the average cost for special educational care for a deaf-blind children was $13,500 
per year. For these children alone, the financial outlay would be about $15 million per year. If some agency like the 
U.S. Public Health Service had conducted a mass immunization program, the epidemic would have been prevented or 
at least reduced sufficiently so that few children would have been afflicted. One recommenation was to immunize all 
prepubescent females at a rate of two million per year in order to reach the entire at-risk population on an annual 
cohort basis. At the cost of less than $ JO per dose, the totil vaccine cost would be about $1 million per year. Over a 
ten year period, the cost would range between $15 to 20 miiiiun (accounting for Inflation between 1960-70). Even if 
the costs were twice that amount, there is no comparison between the cost of the preventive measure and the real costs 
of providing total care for severely handicapped children. And, we have not mentioned the degradation of the quality 
of life resulting from the 1963-65 epidemic, an incalculable price for any human to pay. 

There are a number of developing countries still procrastinating about routine immunization against infectious 
diseases and continue to annually add many severely handicapped and disabled children and adults to their already 
overburdened population. 
2. Genetic CounstUng 

Hereditary factors play an important role in the deveiopment of a number of disabilities* It is estimated that 521 
diseases result from an autosomal recessive mode of inheritance (McKusick, 1978). These include the more commonly 
known diseases of phenylketonuria (PKU), Tay-Sachs disease, and hypothyroidism, About 50 defined syndromes 
have been found to be related to hereditary hearing loss (Rand Report, 1974). 

In order to reduce the incidence of disabilities associated with genetic factors, genetic counseling is the recommend- 
ed preventive measure. Genetic counseling has been deflned as follows: 

Genetic counseling li a coinniiiillcation proce^ whicb deals with the hiinian problenis asiodated with tlii oe^ 
curenee, or the riik of occurance, of a genetic disorder in the family* This procisi involvts an atteinpt by one or more 
appropriately trained persons to help the individual or family 1) eomprthend the ntedieal facts, including the 
diagnosis, the probable course of the disorder, and the available managenient; 2) appreciate the way heredity con- 
tributes to the disorder and the risk of r^urrence In specified relatives! 3) understand the options for dealing with the 
risk of recurrencei 4) choose the course of action which seems appropriate to them in view of their risk and their fami- 
ly goals and act In accordance with that decisioni and 5) make the best possible adjustment to the disorder in an af^ 
fected member and/or to the risk of recurrence of that disorder (Fraser, 1974). 

Though this preventive measure is increassing in significance and impact, It presents many difficulties which must 
be surmounted before its real potential is realized. The national genetic screening program to detect sickle cell anemia, 
estimated to be the largest-scale genetic screening and counseling program in existence, has demonstrated that there 
are many unanticipated and frequently negative consequences, These include (a) that mass screening raises is as 
related to public education, community relations and the private lives of the identified trait-carriers which are in need 
of resolution; (b) the identified person's reactions are often unfavorable; (c) there may be community resistance; (d) 
there is the problem of stigmatizing the person who carries the trait; and (e) the eugenic questions of such a program 
are very serious and remain unresolved today (Culliton, 1972). 
S.Prenatal Care 

The important services needed during pregnancy Include a thorough assessment of any special risks because of fami- 
ly history or past personal medical problems; physical examination and basic laboratory tests; aminlocentesis where 
indicated; and medical counseling on nutrition, smoking, alcohol use, exercise, sexual activity, and family planning 
(Surgeon Ganerars Report, 1979). In 1977, 74 percent of the population of pregnant women received prenatal care 
during the first three months of pregnancy* Of the remaining women, too many received care only during the last three 
months of pregnancy* One to two percent received no prenatal care and were at greatest risk* 

Many of the problems women experience during pregnancy can be avoided, corrected, or considerably reduced If 
quality prenatal care Is received* For example, eight percent of women at high risk of having a low birth weight infant 
can be identified by the physician during the first prenatal visit. Immediate steps can then be taken to reduce the risk 
of developmental problems or perhaps death* 
4, Mass Screening and Early Identification 

The process of early Identlflcation and appropriate follow-up assessment and treatment is an essential preventive 
strategy. Since its purpose is to select Individuals in the early stages of a disease or disorder, this strategy is technically 
rtferred to as Secondary Prevention* 

Early and accurate Identification of potentially handicapping conditions is one of the most important prevention 
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strategies but unfortunately underused and underrated. Vision and hearing screening of school children is considered 
one of the best of the formal identification programs. But it is far from universal for school-age children and often 
poorly implemented (Rand Report, 1974). The early identification of sensory disorders should be a priority if we wish 
to provide effective and successful treatment and special educational programs for the visually and hearing handicap- 
ped. For example, preschool hearing impaired children should receive early language training and development in 
order to function effectively in the regular classroom when they become of school age. 

Mass screening for a range of disorders should be instituted on a systematic and periodic basis, focused primarily 
on young children and high risk populations of adolescents, young adults and adults. Provision for follow-up 
diagnosis and trr ment of those who fail the test must be made. Also, it is recommended that high risk registries be 
established, especially for children at risk in the 0 to 5 year age group. After high-risk infants are screened at birth, 
they should be screened one to three times between birth and age 5, and once again upon entering school. 
5. Family Planning 

It is reported that of the more than four million pregnancies a year in this country, one million are terminated by 
legal abortion. Of the more than three million births, it has been determined that one-third are unplanned. These 
statistics imply that half of all pregnancies are unplanned and many are unwanted (Surgeon Generars Report, 1979). 

Unplanned pregnancies often lead to deleterious effects on the child, the mother and the family. It may affect the 
health of the child and the social well-being of the mother. It has been observed that births which are planned are more 
likely to realize a higher health status and the infants become the recipients of quality parental love and support need- 
ed for healthy physical and emotional development. 

Family planning agencies usually recommend that families have no more than two children and only at maternal 
ages between 20 and 34» To control unwanted pregnancies, supportive counseling and sex education are provided. 
6» Proper Medical Care 

Whether an individual is in touch with a private physician or a health care agency, accessibility to a health care 
resource is essential in maintaining good health. Though there is some current controversy about the efficacy of an- 
nual physical examinations, it is recommended that each member of the population receive annual check-ups as a 
screening routine* Those found with disorders should receive prompt and responsible foUow-up medical care. Another 
value of the annual check-up is that it provides the health care specialist with the opportunity to advise and educate the 
patient about ways to prevent disorders and maintain good health status. 

As a prevention strategy, it is good practice to encourage each individual to maintain a periodic contact (we recom- 
mend at least once each year) with a health care provider who is aware of the patient's history and thereby can keep 
track of pertinent developments in the health care of the individual. 

7. Public EducatioEi 

This refers to education of the community for knowledge about prevention. The objectives of public education are 
to develop a prevention-oriented person who (1) has broad knowledge of prevention strategies, (2) is strongly 
motivated to move from the state of knowledge to action, behaving in ways which lead to and maintain good health, 
and (3) understands the political process and what is necessary to effectively influence key individuals and social in- 
stitutions to practice prevention. 

Information about prevention should be disseminated as widely as possible at the local, state and national levels. 
The use of mass media (television, radio and the press) will play an important role if the campaign is systematic and 
continuous, if the exposure of the information to the public is appealing and receives priority status (that is, prime 
time on radio and television and front page coverage in newspapers), and if key individuals are associated with the 
campaign. In addition it has been found that face-to- face instructional programs enhance the power of the media pro- 
gram which is attempting to promote positive health behavior in the population (Maccoby, 1980). The intensive face- 
lo-face instructional program for certain segments of the community would reinforce the concepts communicated by 
the media campaign. In a study by the Staiiford University Heart Disease Prevention Program to reduce risk in heart 
disease through the use of media and face-to-face instructional programs as a supplement to the media campaign, the 
content of the instruction program was composed of information units on heart disease and through the use of per- 
suasion in the context of social learning and self-control training procedures, individuals were encouraged to change 
their lifestyles and health behavior (Maccoby, 1980'. 

8. Education in Prtparation for Lift 

This strategy refers to the introduction of information about prevention at all levels in the school system with the 
purpose of preparing young people for a more healthy life, both physically and mentally. Through appropriate in- 
structional units, teaching aids and observations, elementary and secondary school students should obtain sufficient 
knowledge about health and the prevention of illness, injury and disability. 

Also, curriculum units should include education for parenthood, preparation for the major transitions in life 
(adolescence, adulthood, older adulthoodi leaving home, getting married, and so on) and preparation for the major 
crises in lift (death of a loved one, birth of a child, financial difficulties, loss of a job, sexual problems, and so on)* 
Such Information should be introduced in a manner and sequence whiiih is appropriate for the age and maturity of the 
studints* Chriitoplos and Valletutti view education as the "essential means of prevention" and call for a massive 
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education program to teach individuals to behave in ways that miniumize the likelihood of their becoming disabled 
(1979, p. 9). 

9, Envtronmental Quality Control 

There is tremendous public interest in conserving our natural and national resources and the quality of our environ- 
ment. As a developed country, the U.S. has witnessed the accumulation of vast amounts of waste and unwanted waste 
products which may contaminate our air and water and which may become detrimental to human health. Pollutants 
also limit desirable living space, interfere with sanitation and adversely affect the full enjoyment of the natural en- 
vironment. Since these problems do not respect geography or political subdivisionSi it is logical that the federal 
government intervenes to assist states in achieving and maintaining a uniform program of environmental quality con- 
trol. It appears, however, that the federal government has been more ambitious to impose tighter standards than the 
states. Therefore, there is need for continued vigilance about the enforcement of current laws and the need for new 
and more effective measures to protect the environment for healthy human use. 

In planning for the improvement and maintenance of environmental quality, the following priorities are recognized: 
(1) the protection of the community water supply for consumption, recreation and other appropriate purposes; (2) the 
control of air pollution; (3) disposal of refuse and waste; (4) occupational health and safety; (5) noise pollution; (6) 
food and milk control; (7) radiation protection; (8) control of toxic substances in buildings (such as lead paint, 
asbestos in ceilings of schools, etc,); and (9) low cost housing (Kruse, 1976). 

10. Social and EdacatloDal Programs to Improve tht Quality of Life 

This strategy suggests the need for special programs for individuals at certain transition stages in life, focussing 
primarily on the potential problems of adults. The purpose of the strategy is to provide assistance through education 
and counseling to individuals facing the proipect of stressful and disappointing experiences. These experiences may in» 
elude early signs of stress and difficulty in marriagei indications of difficulty with job performance, the prospect of 
retirement, concern about one*s narrowness in perpective and interests and the need to broaden personal interest in the 
arts, music, dramat dance, and literature, and dissatisfaction with the unattainment of personal and social goals. 

In recent years there has been a growing concern on the part of busineii and industry for their retirees. After leaving 
their places of employment for retirement, loyal and dedicated employeei quickly becomes debilitated, depressed 
and unable to cope with their "retired status/' As a result, the field of retirement counseling has developed rapidly, 
providing programs of retirement planning not only for those who are about to retire but also for the younger 
workforce population. 

The growing community interest in the elderly has resulted in laudable attempts to improve the quality of life of this 
increasing population of citizens. Efforts are underway to bring our elderly into the mainstream of community life 
rather than isolate them in gerontological ghettos. Educational and social programs have been developed to meet ex- 
pressed personal needs of senior citizens for a better quality of life. 

Such programs could be provided by community schools, religious institutions, the courts, legislative bodies, 
business and industry, and other community institutions. 

Planning and ImplemtntiQg a Prtventlon Programi General Considirations 

With the preceding background and information, let us consider the planning for and the implementation of a 
community-wide prevention program. Given the nature of our decentralized governmental syitems and the disairay of 
our current health care lystems a community plan is the best approach and must evlove from the "grass roots" if it Is 
to be effective. That is, we cannot expect a governmental agency at any level to assume the full responsibility to in- 
stitute a comprehensive community program of prevention. Success will depend upon the interest. Initiative and 
cooperation of a diverse group of persons in each community. Furthermore, it must be understood that prevention 
cannot be a "once in awhile effort'* - it should be instituted as a comprehensive, coordinated and continuous pro- 
gram, systematically installed and administered. 

Any effort of the magnitude and inteniity suggested here will require that a number of conditions are met. These in- 
clude: 

a. Rteognize that a eommuQity is compristd of public; not one "general public" but many small publles, tach 
rtpr^ndng a sptciflc niighborhood, i^Ugious group, lodge, prof^lonal organiiation, business, or civic groups The 
planners and divelopers of a community based prevention progi^m muit deal with th^ small public* 

b. There should be a carefnl study of the communi^'s power structure. Identifying tho^ members whose approval 
Is often ^sential for the iitcc^ of any commnnlty project, 

€« Use the infomation dissemination prMW from mass media to face^to*faee meetlnp with each of the sinall 
pahll^ to explain the pnipos^ and famlfl^dons of the prevention program. 

On a community level, leaders will reject a propoied program if they cannot understand how the program will meet 
community needs. They may be sympathetic to the general aimi of the proposal but may Judge that their community is 
not ready for such an undertaking. Therefore, a careful and deliberate campaign of periuaiion must be initiated to 
enlist the endorsement and support of key individuals in the community. Failure to recognize this principle explains, 
to large extent, the notable difficulties faced by health officials in promoting fluoridation in the 1950s (Oretn, 1961), 
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specific Procedure for InsUtutiag m Compreheoiive Prevention Program 
The suggested procedures which follow were developed for the ipecific needs and characteristics of the United Smtes. 
Other approaches may be more relevant and feasible for countries with different governmental structures and citizen 
attitudes and expeciationi* Ai mentioned earlier, because of the current disarray of resources in our health care system 
and because a centralized governmental approach to prevention is untenablej wa recommend a community-based ap- 
proach. Community is defined as a population of individuals living in a particular goegraphical area and having a 
history of socials economic and political interests in common. The community could be a village, a neighborhood in 
an urban area, a city or a county. Any geographical area larger than a county will defeat the purpose of developing a 
prevention effort which evolves and receives the support of individuals at the **grass roots.'' 
1« PrivinUoo Program Leadership 

Though one may conclude that a physician or another health care provider should take the initiative to institute a 
community prevention program^ this may not be the case. Any knowledgeable and determined community citizen can 
organize a leadership committee to plan and institute the program. The leadership committee (or the Prevention Pro- 
gram Committee) should represent the diversity of composite interest groups in the community. Thus, the committee 
should be composed of representatives from key religious, professional, educational* business, political^ governmen- 
tal and health provider groups. It is essential that the professions of medicine, dentistry, nursing, social work, 
rehabilitation, psychology, speech pathology and audloloiy, etc., are well represented on the committee to provide 
support for the health care groups and to offer professional advice in the development of the proiram. 

1* Preveotion PrograDi Development and Implimentatioa 

Once the community prevention program leadership has been identified and organized into an operating committee, 
a number of steps should be taken in order to move In a systematic and orderly fashion from intentions to implemen- 
tation. These steps are as follows: 

a« Analysii of CommiiDity PrfveDtion NeedSi 

The first step is to identify the gap between current efforts in prevention and the realistic needs of the community. 
Conduct a community-wide study of the current status of prevention efforts. Consult with governmental public health 
officials, the regional health systems planning agency, the local chapters of professional organizations representing 
the health care fields (medicine, nursing, dentistry, nutrition, etc) and public and private schools and colleges. 
Develop a detailed and accurate report of what is currently being done to prevent human disabilities in the communi- 
ty. 

The next step is to obtain an inventory of all pertinent resources in the community which could contribute to the 
prevention program. Include individuals, agencies and groups which provide the potential for implementing essential 
prevention strategies. For example, the local society for the hearing impaired may serve in a mass screening effort for 
early detection of hearing loss in the population. 

Following the analyses of the current prevention efforts and the community resources, the planning group should 
prepare a comprehensive report of the magnitude of the prevention needs in the community. The committee should 
hypothesize about future needs, projecting for at least five years, 
b. The Long Range Plan 

It is at this point that the Prevention Program Committee must decide whether to mount a comprehensive program 
or beg in with a more modest effort, the selection of one area of need, such as the prevention of mental illness or men- 
tal retardation* Some communities may understandably feel overwhelmed by attempting to address all needs. Once 
this decision is made, then the Plan should be prompdy developed. 

Based on the analysis of needs, the planning conunittee should state prevention objectives in measurable terms. For 
example, 

"Objective #1, Reduce the incidence of hearing loss la preschool and schooUage children (0<17) by 40 percent in five 
years/* 

"Objtctfve #2. Redact the incidenet of litjnri^ by home aecldents by SO pereent in five yea^/' 
Then, prevention strategies aisociated with stated objectives should be delineated* For example, 
"Strategy #1> Plan and Iniplenitat a systematfc teliyiiont radio and newspaper campalga to Inform the comniunlty 
flboat the pr^eadoa program and lU role in Impleintnting a suee^ful effort labile edueatloa strategy)*** 

"Strategy Ind'odaee preve ntton aoite throughout the elementary and secoadary school currlculums to mise stu- 
dint awartn^ abont their prottcflon against future disability (Edneation In preparatfon for lift strat^).'' 

The objectives and strategies should then be placed in a timetable which delineates when activities should be in- 
stituted and the milestones toward the successful accomplishments of objectives* In the Plan, realistically detail the 
problems the community may face in Implementing the program. Address the questions of community cooperation and 
the availability of resources, including flnancial resources. 

Include a d^cription of an evaluation plan to systematically assess how well the Plan is being implemented. The 
evaluitlon component Is essmitial for three reasons^ (1) it allows the committee to determine the feasibility of the 
Plan, (2) it allows for periodic correction of the direction of the Plan If it is found that the Plan is not moving suc- 
cessfully toward the attainment of the objectives (and thereby avoid costly mistakes)* and (3) it develops community 




respect and confidence for the Plan if it is systematically assessed and the results are reported. This sould be part of the 
public relations aspect of the prevention effort, 
3. Commuiiity Review tnd Approval of the Plan 

After the Plan has been developed, it should be rewritten into a readable and clearly delineated draft plan of action 
for public distribution, review and approval by the total community. The use of public media at this stage Is essential. 
The purpose is to alert the community citizens about the prevention effort and their participation in the development 
of the Plan. The community^based approach recommended here will require public participation on a periodic basis. 
After a number of public hearings, the final draft of the Plan should be written. It will be this edition which will 
direct the prevention effort with the proviso that changes are inevitable as the Plan is implemented and evaluated. 
The publics will be consulted through the media and through the recommended periodic hearings to discuss the pro- 
gress of the prevention effort, 

4« ImplemenUog the Prevention Program 

Once the Plan has been carefully developed, reviewed, and receives approval by the community, it is advisable that 
the Prevention Program Committee be incorporated into a committed organization (the Prevention Program 
Organization or the PPO) with a responsible and dedicated staff. The Prevention Program Committee should then ap- 
point a full-time director who is a health care professional knowledgeable about prevention and the implementation of 
health^related programs in a community. The director should have a competent itaff capable of successfully ad- 
ministering, evaluating and reporting the Plan. Staff needs should be decided by each community on the basis of the 
Plan and the available resources. But one must caution against the tendency to place too little emphasis on the impor- 
tance of adequate staffing to administer the Plan and handle the complex and demanding issues related to good public 
relations. 

Assuming initial favorable response by the community, the Prevention Program Organization will be responsible 
for maintaining this interest and support throughout the implementation stage. Of course, such an effort will be dif- 
ficult as the plan progresses because public interest has a tendency il wane and move from crisis to crisis, from one 
major issue to the next. Also, as the history of problems develops with the Plan's implementation, various segments of 
the community may become disenchanted or disillusioned with the effort and become critical. The Prevention Pro- 
gram Organization must prepare for these possibilities and work continuously to maintain the heightened interest and 
support of the community. 

The organization must collect all pertinent data during the implementation stage so that accurate reports of ac- 
tivities, successes and failures, are developed. Also the evaluation of the Plan must be continuously conducted and in- 
telligently utilized to "correct" the Plan as necessary and to inform the publics about the progress of the program. 

At the end of the implementation stage as delineated by the Plan, a final report should be written for public con- 
sumption. The report should contain an assessment of the success of the I ' m and recommendations for next steps in 
the prevention of human disabilities in the community. 

Summary 

The broadly expanded field of prevention is deflned according to three levels of activity. Primary prevention is the 
inhibition or elimination of disease, injury and diabllity before it affects the individual. Secondary prevention refers to 
early detection and prompt treatment of disease and disability. And, tertiary prevention is the reduction of disability 
by attempting to restore effective functioning. 

Five major categories of disability and the reported incidence and prevalence of each disability are identified! men- 
tal retardation, mental illness, physical disability, communicative disorders, and social problems. The broad array of 
possible causes of disability is reviewed to include illnesses. Injuries and environmental problems. 

The potential contributions of the ten major primary and secondary prevention strategies to the elimination or 
reduction of disability in the population, are discussed. These strategies Include immunization, genetic counseling, 
prenatal care, mass screening and early identification, family planning^ proper medical care, public education, educa- 
tion in preparation for life, environmental quality control, and social and educational programs to improve the quali- 
ty of Ufa. 

Finally, recommendations for instituting a prevention program at the community level are presented. It is the thesis 
of this paper that a community-based program is the most appropriate approach for the United States, Given the cur* 
rent disarray of our health systems and the decentralized nature of our governmental processes, a prevention effort is 
best initiated and maintained at the community Itvel. 
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Excerpts of Reviews and Commeiits 



Th§ follomng are excerpts of reviews, comment and questions raised by the Switzer Feilows. These are presented 
to further stimulate thinking as well as action as it relatm to the content of the chapter by Dr. Michael Marge, 

**An examination of the causes of Impairnient, particularly those associated with diseasei suggest that on an inter- 
national plane we can hope for results only when we attack the problems on a regional that is to say internationai 
—scale. Polio, for example, can be eradicated — but only when the nations in a region that can be controlled are willing 
to engage in a program that is coordinated in time and saturation. Until now, political and other considerations have 
been given greater weight than the requirements of an immunization campaign. The world must make its choices. This 
merits discussion. 

The paper, comprehensive as it is, does not address the special problems of countries in the early stages of economic 
and social development. It is in those countries that most impairment comes about, that impairment most often leads 
to disability, and that handicaps are least understood. If our project is to illuminate these issues on an internationai 
basis^ it will be essential to examine experiences in other areas and to ask whether the United States cannot perhaps 
learn from the process about how better to attack its own problems as well as how better to assist others/' 
»NormaB Aeton 

"The basic thesis of this paper, that of community-based preventative health care programs, is not only most timely 
and appropriate as the best approach in the United States, but throughout Latin America as welL The needs are the 
same, although perhaps, at v^ying levels of development throughout the Americas. It is, indeed» imperative to plan 
and implement eomprehensive, coordinated and continuous systematically installed and administered programs using 
sigDiflmit members of each individual community to bring such programs to fruition. A key factor is the identiflca- 
tion of such community members whose approach is ^sential for success of any community project. 

In Latin America, as In the United States, preventative care is the most inadequate aspect of the health care system, 
but more so, infectious diseases are still prevalent, due in great part to a lack of comprehensive immunization pro- 
gram. Perinatal care in the first trimester of pregnancy is less than 50 percent in Latin America as compared to 74 per- 
cent in the United States^ 

The ten major primary and secondary prevention strategies to eliminate or reduce disability in the population 
disQUSsed encompass most valuable means of dealing with such monumental problems. These strategies offer strong, 
viable alternatives and approaches for using the community as the chief focus for prevention. Such strategies also bas> 
ed their strength on the individual and small groups to achieve stronger and healthier individual and family lives." 
--Rodrigo Cr^po^Toral^ M«D« 

**Developing countries struggling for economic growth are attempting to accelerate industrialization, often without 
the range of safety controls built in by governmental oversight in the already industrialized world. The International 
Labour Organization has just added 16 more items to its list of occupational diseases. The most important of th^se, 
hearing impairment caused by noise^ skin and parasitic diseases in the health field, Illustrate the need to strengthen 
disability prevention an the job. Similarly, a focus on disability prevention at work can reduce accidents as a cause of 
severe impairment t This might usefully be shown as a distinct prevention strategy area." 
-^insan Hanmeinu 

"The international implications of this extraordinary paper are great. The number of foreign organizations working 
at one time in any ^ven developing country may range between 20 and 500, The projects are mostly directed toward 
*aid' - a very few deal with prevention. 

Since populations of developing countries will have multiplied 2 to 5 times by the year 2000, foreign aid can never 
'catch up' to the basic survival needi of generd populations^ let alone the disabled. Through assiitance in the areas of 
prevention» developed nations and iiiternational organizationi can offer significant aid to the health and the economic 
growth of developing countries. 

Dr« Marga^s descriptions of the faltering steps taken toward prevention of human disabilities In the United States 
give a hint of the difficulties to be expected when trying to offer projects of this nature to the third world," 
•*>JeanDe R. KiDDiort, Ph.D. 

"It may be that the developmint of the flelds of epidemiology and priventive medicine in the 19th centruy ushered 
in the mi^or or organized period of prtvention« but htmEian Ustory will record that many primitive or non-llterate 
people practiced a form of preventive medicine.^* 
-Juiti s. Pften, lit Pklbt 
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"This is a pafticularly good synthesis paper on the subject. The suggested action proposals are valuablf for plan- 
ning strateiies for the 80s. His proposed ('sniall is beautifur) Schumacher-style approach coincides with the present 
sentiment for decentralization of decision making and action. Notions about community self-help, local agency coali- 
tions and networking are gaining currency* as ways of dealini with the complexity within the human service industry. 

The discussions in the Seminar should include consideration of the central role and support efforts needed to imple- 
ment the action approach suggested - without which local countries and communities are unlikely to succeed." 
Allan Roeher, Ph.D. 

**A community-based prevention effort supported by community leaders, is probably the only realistic way to 
Combat the forces which work against prevention education. In the United States, a national effort would be under- 
mined by special interest groups concerned with protecting their own positions. Health prevention efforts are then 
clearly a 'political problem in the United States. How then are we to encourage prevention efforts in developing na- 
tions? 

Can a community-based prevention effort be encouraged in developing nations where community facilities are ex- 
tremely Hmited? How can community-based prevention effort overcome the religious, economic and social taboos, 
both in developed and developing nations? How can community leaders be encouraged to overcome their reservations 
about prevention to lead their communities into comprehensive prevention efforts? Can teachers, doctors and other 
professional positions be taught prevention in their education programs?" 
--RDbert Ruffner 



Summary of Recommendations 

The folio wing is a brief summary of the recommendations and impiications for action as developBd by the Switzer 
Feiiows as it relates to the topic of the second chapter, (The recorder was Dr. James Peters, II) 

L Policy and Progratn Developnieat 

a* With few exceptions, it is recognized that preventive care is the weakest link in the program of 
comprehensive services for the disabled throughout the world* It is recommended, therefore, 
that prevention receive the same priority as primary and acute care in the development and pro- 
vision of health and health-related services by all nations. 

b* There is a need for timeliness or staging in the development of prevention programs in various 
nations. At the same time that primary and acute care is improved and expanded, prevention 
should be increased. 

c. With few exceptions throughout the world, medicine is practiced primarily as a treatment- 
oriented profession rather than as both treatment'-oriented and prevention-oriented. It Is 
recommended, therefore, that medical schools introduce into their pre-service and in-service 
training programs components about prevention. 

d. It is recomniended that governments strengthen and promote family life as the basic building 
block of society and as the organization which will result in better opportunities for healthy 
social^ emotional and physical developments 

e. We encourage the development of a more responsible media, as we recognize the important 
role of the media in promoting good social, emotional and physical health. 

f. It is recommended that programs for disability prevention and services use a comprehensive 
approach to include primaryi secondary and tertiary prevention. 

g. It is recommended that governments should Immediately Institute prevention efforts which are 
comprehensive in the reduction of the incidence and prevalence of all disabilities rather than 
to focus only on one category of disability at a time. 

h. It is recommended that programs for disability prevention and services should include disabled 
persons on their governing and operational boards or committees. 

IL Sarvici Dtliyti^ 

a. As part of a comprehensive prevention effort, all disabled persons should receive the ap> 
propriate rehabilitativt service to attain the greatest measure of function within the limits of 
the impairment. This phase of disability prevention is referred to as tertiary prevention. 

b. The UN, World Health Organl^tion (WHO), Organization of American States (OAS), and 
other international organizations should immediately provide expertise to developing nations in 
the piannlng , development and implementation of comprehensive prevention programs. 
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III. TmlniDg (staff mnd the gtntnU publk) 

a. Public education pfograms should be instituted using mass media, conferences, and workshops 
to educate the general public about what each person can do to prevent disability. 

b. GovernrQinti should introduce information about prevention throughout the public school cur- 
ricula. Many diseases can be readily prevented with elementary knowledge which should be 
taught in primary schools 

c. As was mentioned above, medical schools should incorporate units on prevention into their 
training programi. 

d. Governments should introduce sex education and units on responsible parenthood into the 
public ichool curricula. 

e. It is recommended that governments institute a program of training for midwivas as a measure 
to provide the most feasible approach to better prenatal and perinatal care. Such programs 
should be developed where there is little or no available professional care 

f. The family is recognized as one of the most effective units by which prevention programs can 
be impleraented. This potential should be developed. 

IV. Rmarcb 

a* There is an immediate need to test the efficacy of various models of prevention programs in 

selected sites throughout the world. More data is needed about the problems and the feasibility 
of certain approaches to reduce the incidence and prevalence of disability in developing coun- 
tries, 

V« Legtslation/Govtmnient PoUcy 

a. Ten prevention stratepes arc recognized. Each of the ten should be adopted as government 
policy and include: 

1 . Comprehensive immunization programs should be practiced in all nations. 

2. Genetic counseling should be available to advise individuals about genetic disorders and 
available options. 

3. Prenatal care by tr^ned personnel (M.D.s, physician assistants, nurses, foot doctors, and 
other paraprofesslonals) should be provided all pregnant women. The avoidance of malnutri- 
tion, contagious diseases, drug and alcohol intake, etc., must be urged and monitored. 

4. Mass scretning and early identification of disease, illness, injury and other impairments 
should be instituted as a continuous process of secondary prevention In nations throughout the 
world. 

5. Family planning should be instituted which encourages pregnancies between the ages of 
20-35^ no more than two children per family, and concern for the health and welfare of the 
mother. 

6. Proper medical care for all individuals by developing an infrastructure of health care per- 
sonnel comprised of nurses, physicians assistants, foot doctors and other paraprofesslonals. 
These personnel should work under the supervision of a physician and rapid referral services 
should be available for more advanced primary and acute care. All individuals should be seen 
by a health care worker under a physician's supervision at least one each year. 

7. As mentlonaed abovti the education of the public about prevention and 'life extension* 
through the media, conferences and workshops should be Introduced as soon as possible in any 
given country. 

8. School systems in all nations should incorporate into their curricula units which prepare 
young people for a more healthy life, both physically and mentally. 

9. All nations should take steps to protect their environments by establishing an agency and 
legislation which are dedicated to the promotion of environmental quality and the eradication 
of environmental pollutants. 

10. It is not enough to save lives. At the same time we must also Improve the quality of lives 
for all Individuals from childhood to adulthood. Nations should be encouraged to initiate 
social and educational programs which help individuals take better care of their health, seek 
ways to reduce stress in all facets of their diuly lives, and enjoy the available opportunities for 

music* danccp drama, literature and other cuhural benefits. 

b. It is recommended that previntlon programs be initiated at the community level because of a 
better prospect for successful implementation. It is recognized however, that the support of 
governments is tsientiid to sustun community^evel prevention programs. This support should 
be in terms of poUcy and funding and. If nec^iary, enabUng or mandating legislation. 

c» All governments should prohibit export and import of products which have been judged to be 
haiardoui to animal and human hedtb. (Of particular concern li the export of cigarettes from 



the U.S. tobaeoo comj^mi^ to Latin Amtrican coustri^ and to Qther parts of tht world and 
of haiardoiis drup from one aountry to another.) 

d« AU natioQi should have tana on nobe pollution and should institute progriins of public educa- 
tion for tba prot^on of hiring, 

f . Gavemmtnts should ^plore way§ in whteh alcohol coniUEnption is reduced eipecially Emong 
prc^out women. Government are **partniri*^ in the coniumption of alcohol by depending 
upon alcohol b^mgi t^ as a sourea of income, 

f. Drug iducation programi ihould be instituted by the govfrnments throughout the world. This 
muit be an essential part of my prevention program. 

g. Governments must enforce strict firearms controls as a means of reducing homiddes and 
disabiUti^ from gunshot wounds. 
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Chapter Three 
By Susan R. Hammerman 



The Assurance of Needed 
Services and Support Systems 
For Disabled Persons 

Summary Comments 

This paper clmrly presmts the reality of the human tragedy, and thesociO'^conomic impact ofdisabiiity in the third 
and fourth worlds. Twelve principles are given which underlie application of the rehabilitation process in any society. 
Of special interest and value are her practical suggestions for implementing this process in developing countri^ and 
her Ibt of needed risearch, 

-' The general problems are enormous: rapidly growing populatiom, "young countries" where 50 percent or more of 
the total population is under 15, lack of transportation through rural areas where 80^90 percent of the people live, cen^ 
tralized government giving tittle attention to community senpices, multiple languages in single countries making 
education and communication difficult, the inappropriateneM of much of our modern technology, the difflculties of 
conducting sutveys toflnd the handicapped in both urban and rural areas, the problems of Jobs for the handicapped 
in nations with minimal industry and foreign trade and up to SO percent unemployment, the lack of understanding 
about child development in general and extremely bad health conditiom. 

Implications for international assistance are vast. National and international organizations which wish to give 
assistance should share information on patf^rm of programs which have worked under certain conditions. 

Miss Hammerman 's excellent paper suggests ways of translating rehabilitation principles into reality despite the in- 
credible problems that exisL 
Comments by Jtannt R, Kenmore^ Ph.D» 

L Woridsi The DlsabUlty Probltm in Context 

* -Only one world'' was a popular phrast just a few yean ago to deicribe the fact that all of us^ people of this wor Id, 
are mutually dependent for survival upon the natural resourcei of the earth and upon each otherp We know, however^ 
that the lives the people of the world live are so very different from one another ai to constitute many worlds within 
our one world. As we try to examine the lives of diiabled people in the world today, and the types of lerviees and sup- 
port systems that are netdt d to Improve the quality of their lives, we must first consider within which world they live. 

The Third World* Most people of the world live in developing nationSp commonly grouped to form "The Third 
World's In the decade of the §0'i and in the decadei beyond, population trends aaiure that the proportion of people 
living in the Third World wiU increase. By the year 2000 ahnost 5 bfllion of the world's 6 billion people will live in 
developing nations; more than one-third of them will be children under the age of 15 years. ^ The facts of life for the 
one billion children of the Third World today are that seventy percent of the boys of the developing world and only 
one half of the girls receive a primary ^ucation, Thii comp^es with eighty^five percent completion of primary and 
secondanr iducation in the developed world. More than 100 Infants of each 1«000 born in the devfloplng world die at 
birth. In the developed world, infant mort^ty has been reduced to under 20. The majority of children in the develop-^ 
ing world wiU eat l^s each day than the minimum they require to grow and develops Malnutrition accelerates death 
from expoiure to infecUoui dlitasi such m those long since conquered in more developed areas, including tuberculosis 
and poUomytlitii. Measly aloni kili§ 400 tim^ more children in the developing world than in the developed. Most 
sipnflcant of all, approidmately one-third of all children in the developing world live in rural areas completely beyond 
the fmcb of health and sodal iervic^. 



The poet Milton has said, **Chi: Jhood shows the man, as morning shows the day,** With the limitations of inade- 
quate health care, insufficient food and education, under stimulation and under-utilization applied so early in life, the 
child's potential for productivity in adult life is significantly reduced. Despite the combined efforts of international 
development assistance and national development planning, these trends are accelerating. Without a dramatic shift in 
levels of committment in the future, the situation of people in the Third World will grow increasingly more disadvan- 
taged during the decades to come. 

Disabled people have rarely been singled out by society for privileged consideration. More often, and still prevalent 
in the developing world today, they must live lives inferior to that of others in their eomniuniaes. They are frequently 
excluded from social life and opportunity.- A recent Rehabiliiation International study of UNICEF* on the situation 
of disabled children, particularly In the developing world, concluded that even when the benefits of development may 
reach a community, disabled children and their families are the least likely to benefit from any gains in access to im- 
proved nutrition, health care, education, social assistance, and employment. 

Justice Khrishna Iyer, of the Supreme Court of India, has described disabled people in the developing world as liv- 
ing in a Third World within the Third World to whom **society is deaf and dumb and bUnd,"' 

The magnitude of their problems is almost incomprehensible: more than 350 million of the world's 500 million 
physically and mentally disabled people out of reach and out of help. How can we conceive what it means that more 
people than live in Canada, Mexico and the United States of America combined presently receive no attention to the 
physical and mental impairment which needlessly limit their lives. 

If we were to add to this number the people closest to these disabled individuals, their immediate family members 
and dearest friends, people whose lives are intimately and inextricably altered by the presence of serious disability in 
their midst, we would be thinking about the entire population of the Western Hempisphere in need of help,^ 

The Industrialized World, with its varying national systems for social, political and economic organization, has 
never pretended to have solved all aspects of living with disability for the quarter of the world's people within its con- 
fines.* Organizations of disabled people and their families are increasingly vocal in making known their assessment of 
the shortcomings of existing programs and policies, not the least of which is the absence of disabled people themselves 
from the process of formulating and developing such programs and policies. The variety of issues Is well known: 

-the availability of eusting systenis to all ieginents of the phyiicaliy and mentally dliabled population; 
-the equity of these syitems* 

-the kinds and extent of iervlcts and benefits available^ 

-the relative emphasii on different components within the available service and benefit systems Including 

particularly the emphasis on fostering or Inhibiting independent life activity; 
-the relative status and lifesytle of disabled people as compared to otheF members of their communities; 
-and as a result of all these factors, the ability of disabled people along with all other membei^ of their 
communities to take an active part in the life of society. 
These are the types of issues being analyzed by the privileged few. 

Inflation, recession, decreasing numbers of productive age workers, increasing numbers of older people drawing 
upon reserves of social insurance benefits, and growing awareness of the Umits to economic growth, all ensure that the 
costs and benefits of services and systems to rehabilitate and sustain disabled people will be subject to ever greater 
scrutiny in the industrialized world during the decade of the 80*s. Disabled people, their families, and all concerned 
members of society will necessarily have to unite their efforts to retain the gains already made while improving condi- 
tions for the future. 

The Fourth World. Conditions of life in the '^Fourth World" are less well recognised. The 'Tourth World- ' is 
theoretically composed of those groups of people within all industrial nations who still live in a condition of severe 
poverty: people without sufficient food, without a secure home, without social status or esteem; people whose 
children learn in school to be humiliated and to be confused; children who are separated from the care of their natural 
parents; families judged to have lower moral, ethical or work standards than others in the community. From genera- 
tion to generation, the people of the **Fourth World** tend to live in extreme poverty and at the bottom of the social 
scale. They are joined by others who are poor and culturally vulnerable such as migrant workers, new immigrants, ex- 
cluded racial and ethnic groups* Within the European Economic Community, the Fourth World population has been 
estimated to be 4-5 percent of the people,* In N orth Americaj families of the Fourth World are often described as 
those with "low incomes*" They are entitled, as a result, to a variety of forms of social assistance including coupons 
for the purchase of food, public health serviceSi and social welfare payments. Unfortunately these benefits cannot 
deal with many of the perpetuating factors which exist to keep them locked within a cycle of dependence and poverty, 
and vv^hlch endow thern with a permanent, albeit unwanted citizenship in the Fourth World* 

One voluntary organization in the United States has launched a campaign to inform the public about the link be- 
tween poverty and disability. It says: **You don't have to be poor to have a mentally retarded child. **poverty just gives 

* United Nations International Children's Emeiiency Fund. 
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you a good headstaft."^The National Association for Retarded Citizens goes on to describe the many factors which 
account for the higher incidence of mental retardation in poverty areas; malnutrition^ poor nnedical care, cultural 
deprivation, health hazards, isolation from existing services. In its study for UNICEF, Rehabilitaiion Iniernational 
found that the inter-relationships between childhood disability and poverty are far more entensive and damaging than 
had been anticipated. The principal causes of disability in developing areas -inadequate nutriiion, difficulties at birth, 
diseases, infections and accidents — all are far more likely to affect the ignorant and the impoverlshedi those people 
who live without access to the most fundamental human services. 

The risk of physical or mental impairment is thus much greater for the children of the impoverished. The birth of an 
impaired child, or the onset of disability in the family, by placing an additional mand on the family's already limited 
resources, has the unfortunate consequences of thrusting the family into € deeper poverty. The *RI/UN1CEF 
study documented this fact in every region of the developing world. It has been verified repeatedly through research 
studies of the relative socio-economic status of disabled people and tl^ir families in more industrially developed areas. 
The implications of disability for families of the Fourth World are serious and real; they simply are not well enough 
known or understood. 

IL The Socio^Econoniic Impacts of Disability 

The United Nations (UN) study on The Social and Economic Implications of Investments in Rehabilitation for 
Disabled People concludes: '^Disability will create a cost to society regardless of whether or not rehabilitation services 
exist. In fact, it appears that the more a society recognize these costs, and the more it attempts to ameliorate them 
through the provision of adequate disability prevention and rehabilitation services, the greater is the overall economic 
return that may be expected.'*' 

A subsequent United Nations expert groups review of the study defined the multiple impacts disability may have 
upon different sectors of society and upon the nation as a whole, particularly in developing regions. 

From the perspective of the individual and the family^ disability may result in: 

-In^reaied personal stress, both pbyiical and emotional for marital partners and family membmi 
-Reduced ability to care for children or to undertake household tasks; 

-Reduced time and energy available to member of the household and friends for work activity; 
-Redueed social contribution and interaction of the individualf loss of friends, loss of educational oppor- 
tunity; 

-Reduced status of the family in the community, possibly making it the focus of fear or avei^ion in the 
local community. 

Tne U.N* expert meeting concluded that in relation to implications for the work force, the labor market and income 
distribudon in any nation: 

*'umbHity will often lead to poverty or disruptive change in economic status for the disabled individual 
and his or her family. The effect on the distribution of income between households may be doubly adverse. 
The disabled person loses his or her income; the need to care for (he disabled person may cause some other 
family member to stop working, , , 

Disability can have serious financial implication for industry in terms of labor turnover and the retraining 
of new workers.,. 

Disability may force people to remain idle and dependent. In countries with unemployment, the disabled 
may be relegated to reserve labor force status to be employed only when demand for labor is very high and 
to be laid off as soon as demand falls... 

The costs of disability will be greatest where nations are in need of an increased active work force. 
Disability may reduce the active work force capability of a nation with a resultant effect on the support of 
the social benefit system. In some industrialized nations with aging populations and increased numbers of 
disabled persons, there is a trend towards reduced numbers of active workers supporting each recipient of 
social benefits. In other nations, the population in younger age groups is increasing. These trends have 
long-term effects on the financial bases of social benefit schemed. , 

In developing countries with normally low ratm of employment, planners may erroneously conclude that it 

is unnecessary to include the disabled in their labor policy, * ' 
Any intervention to reduce the impact and consequent cost of disability may be assessed from the perspective of the 
individual directly concerned and his or her ftmlly, of the particular insiitutions or program offering services or 
assistance to them and of society or the nation as a whole."If it is assumed that society as a whole does not neglect the 
disabled and that it is taking actions to provide people with disabilities with a socially acceptable level of living, then 
the sum of all categories of benefits from rehabilitation service provision will far exceed the costs of such service provi- 
sion. A nation may regain the coits of its rehabilitation services through such benefits as the production output of 
disabled workers retrained for employment, the return of tax income, the reduction of administrative costs for 
* (RI) Rihabllltation Inttrnational 

29 



transftr payments such as pensioni and other benefits, and the reduetion in health care 
costs. This does not even begin to take into account the hunnan and social gains of rehabilitation activity, which are 
presently imnieaiureable in monetary terms. 

The United Nations expert group and other international reviews of the subject have concluded that a considerable 
amount of information is needed before we will have a complete understanding of the socio-economic impact of 
disability. Some of the moit important areas in which basic information is lacking include* 

-^sissnient of the non-moaetai^ outeomts of rthabilitation interveDtlonsi 

•tht Inter-relattonihips between various eomponen^ of the disability prevention and rehabilitation pro- 
inclndlng ^pedally the Inter^rtlattonshlp of factor such m labor market polietot disability benefit 
S€hem^» the availablliQr of relevant sei^lees, and partfeular population needs; 

-the effeets on eosts and outeom^ of providing rehabilitation and disability prevention services more 
eeononiieaJly. 

Nonethelisi, despite the absence of much needed information, and indeed recognizing that to obtain the needed in- 
formation^ cross-nationally will require a substantial and long-term commitment of resourcest the United Nations ex- 
pert group and others affirmed that: 

'^Wi have been too eaatlous in evaluating the full Impaet of disability and rehabilitation service provi- 
sion in eeonomie terai&*.«A greater undentandlng of these forc^ will lerve to strengthen governmental 
(detennlnatlon) to implement the most mentlal humanitarian principle," 

IIL Thi Range of Rehabilitation Services 
A broad range of rehabilitative measures have been evolved in the industrialized world over the last four decades. 
They have been designed to accomplish for each disabled individual the ultimate objective of -'attainment of the op- 
timum level of Independent functioning and a return to active community life," 
The types of services possible can be grouped into the following broad categories* 
^Medical care and treatmenti 

•Therspeutlc measure such as thoii provided by physleal therapliUf oeeupational therapists^ speech 
theraptots^ psychologists^ and otfaersf 

^TralniDg in self*eart actlviti^ ineluding mobiUtyf communication and daily living skills; 

•Provlilon of technleal aids and other mlitlve devie^t prostfa^es and/or; 

-Edneationt Including adaptid and ipeelal educational meaiur^i 

-Vocational ass^ment; tniinlng and placement; 

-Socid guidance and assistance. 
When these types of special services and measure are provided within the services available to the population as a 
whole many adaptations of the general services may be needed. Thus, education of disabled children within the nor- 
mal educational system may require significant modification of the educational program and the physical environ^ 
ment as well as development of necessary support services for teachers and students alike^ In order for disabled adults 
to have the same access to higher educational opportunities as others In their nations^ similar modlflcations may be 
needed* 

Vocational services for disabled people should be carried out as far as possible within the context of services such as 
vocational training and labor market placement available to the population as a whole. Such services are generally of^ 
fered to those disabled young people and adults who have a reasonable likelihood of engaging in productive activity. 
Experience in many nations, under var^ng economic and labor market conditions^ has demonstrated repeatedly that 
people with even the most severe physical and mental limitations are capable of engaging in productive activity that 
can contribute to the national economy if lervices ^e organized and provided for them in a manner which capitalizes 
upon their abilities rather than thdr limitations. Similarly, selective placement of disabled people in employment^ 
when necessary^ should be based upon matching the abilities of the person with the requirementi of the Job and mak- 
ing any special adaptations of equipment, or work plac^ necessary to facilitate the process. Measures may be taken to 
encourage employers to hire and train disabled workers. This takes on special importance during periods of economic 
depression under-^employment, and limitation of employment opportunities. Special measures may be needed to 
assure that disabled people are employed along with all other qualified and available workers. 

Some of the measures which may be taken, and which have been utilized in different parts of the world to create and 
widen employment opportunities for disabled people in both rural and urban areas include: 

-In^ntive-oriented employmint qnota sehem^i 

-r^rved or d^ignated employment; 

-provision of loans or grants for development of small busln^^ 

grants of contnicts or priority prodnetion rights to workshops and cooperative of disabled people; 

•taji cQncMlons and other financial assbtanee to adapt the workplace for disabled workeii. 
Trade unions and organizations of employers can cooperate in this process and in the development of the measures 
most suitable to the nation* They can ^so be involved in development of measures for those disabled people who are 
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unablf to angaga in compttitivf employment. A variety of iheltered and iemi»shf Itered conditions are possible within 
ordinary work entirprises or aparL from them, when needed, for thost who are homebound or otherwise out-of-reach. 

Sodal aiiistance and social insuranct bentfits may be offered in a variety of forms and based upon a variety of en- 
titlement criteria. The mix of the various forms of benefits and compensation, such as those for workers injured on 
the job, for the war-disabled, for the elderly retired from the workforce, for victims of accidents or other forms of 
negligence, for persons with certain types of disability singied out for special attention, grows out of the historical 
development, economic practice, economic status and social conventions of the different nations. Increasingly the 
right of disabled people "to economic and social security and to a decent level of living'**- is being recognized. 
Whether social, benefits are offered as a form of social assistance or as a result of prior entitlement through a scheme 
of social security, social insurance or worker's compensation. It is now more likely that funds provided to disabled 
people and their families will be recognized as an essential right rather than as an act of charity. 

Development of positive attitudes concerning the contribution of disabled people to social life is another objective 
of all rehabilitation activity. Many rehabilitation-related services build-in to their programs activities for education of 
the general public and ipeclfic professional groups* Some organizations of disabled people have adopted the respon- 
sibility to create positive attitude chaise as one of their principal objectives. Their target may be rehabilitation 
workers as much as others within society who affect how disabled people perceive themsslves and their capabilities. 

Educational efforts to raise community consciousness of the potential of disabled people to contribute, along with 
all others, to economic, political, and social life must be based upon realistic images of disabled people. They should 
show the skills, talents* feelings and limitations that people with disabilities share in common with all other people. 
They should avoid stereotyped or charitable interpretations. As far as possible, disabled people should be involved as 
trainers, teachers and public educators. Members of the community need to be made aware of the universal needs, and 
also the special needs, of people with differint types of physical, mental and sensory impairment. 

Public education should be a long-term effort based on appropriate communication techniques. It is a form of 
"public rehabilitation''. Like rehabiiltatlon. It must be started early, preferably within programs for young children 
and at school. And, it must be continuous, A considerable commitment of effort and resources will be necessary 
before attitudes which are socially handicapping for disabled people can be eradicated in today's world, and thus, 
prevented In the world of tomorrow. 

Social planners have long recognized that It is more feasible to change the behavior of people than it is to change 
their attitudes. One of the principal social tools available to regulate behavior change is legislation. Some of the im- 
portant, Internationally agreed concepts concerning legislative measures and the rehabilitotlon process are: 

-tbflt provliloni for thm rt habUltmtloii and wtlf art of disablid people should as far as posslbli be integrated 
within the general legislative provisions of each natloni 

-that Governinentfll anthorltl^ should be obliged to consult with oiianiiations of and for disabled people 
and with proftiilonals involved In the rehabilitation proctis, in the preparation, planning and impleniin^ 
ta tion of legislation. 

-that each nadon should have a long.rangi national plan for disability prevention and rehabilitation which 
is compatible with and Included within any national plan for socio^onomic development. 

The Rehabilitation International Second International Conference on Legislation Concerning the Disabled, Manila, 
1978, specifically recommended that legislation should:" 

"Include adequate provision for the financing of comprehensive rehabilitation services and other facilities 
needed by disabled persons;*' 

"Provide adequate funds and trained personnel to assure that the service delivery network includes 
facilities for the early identiflcation and adequate assessment of disability;** 

"Set up viable structures, create linkages, and provide adequate resources to Insure and facilitate the 
delivery of service for the disabled In rural areas;*' 

"Provide that all public and private buildings are free of architectural barriers, md that public 
transportation and recreational and social facilities used by the public be fully accessible to disabled 
persons, ** 

The Conference urged every developing country to "legislate before 1981, the International Year of Disabled Per- 
sons, to ensure the right of access to and the provision of educational, medical, social and vocational services needed 
to enable all disabled persons to enjoy their rights and develop their potentials," It further recommended that each 
developing country establish by legislation a national council for the welfare and rehabilitation of disabled people 
charged with development of a national rehabilitation plan, and with the continuing evaluation of the services 
provided, 

IV, The Underiylng Principle 

Some of the principles underiying application of measures and services associated with the rehabilitation process 
may be summarized as follows:** 
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1. Efforts to privf fit disablUty should be a part of all national and community programs including thoig for primary 
iiidlth cart, educationp nutritionp family planningp social welfar^i environmental sanitation, pollution control work 
and traffic safaty, and maternal and birth care. 

2* Disability privtntloii and rahabilltation constltutt a continuum of effort* Prevention of Impairment is only the 
flrst phasi of the full range of actions which can be taken to reduce the costs of disability to society. Once impairment 
has occurrgd, measures exist to prevent the development of permanent functional limitation or to reduce as far as 
possible its limiting consequences^ And when functional limitation is present, an additional spectrum of actions is 
possible to prevent the community from unnecf ssarily separating or stigmatizing disabled people through conditions 
in the physical and locial invironments. Prevention of impairment, reduction of functional limitation, and elimina- 
tion of social handicapping are three Inter^related and inter-dtptndent elements of the prevention/rehabilitation pro- 
cess. The history of a six year old child I met recently in a village in Southeast Asia may illustrate some of these Unksi 

Tina lives with her parents, brothers and sisters in a two room hut in a town in good communication with 
the rest of her home count/y. The town has exceilent primary health services, basic education, roads to 
reach the capital city and full availability of goods and food. The town, in fact, is one of a few in the coun' 
try with a small center for rehabilitation of disabled people and training of field workers in this specialty, 
Tina's family is poor in relation to others in the community. Her home is one of a small number without 
electricity. Three years ago when the family lantern overturned in the house, Tina was burned seriously on 
her left leg. She now has extensive scar tissue near her knee Joint which keeps her leg permanently crooked 
at about a 30 degree angle off the ground, Tina can move about only by hopping on her good leg. She 
doesn *t do this very much since her family has not permitted her to leave home since the accident. They do 
not consider that she should attend school, play with other children in the community play area, or move 
about the community in any way. Despite the fact that the local clinic and rehabilitation facility are within 
walking distance of the family home^ Tina's parents have never considered nor been advised by their 
friends or workers in the community to take this child for treatment. They believe that nothing can be done 
to improve her lot in life. 

In the three years since the accident^ Tina has evolved from an outgoing and bright child into a 
withdrawn young girl who is qfraid to leave her home and associate with others. We can see in her situation 
a full range of preventable problems: an impairment from burning which resulted from faulty placement 
of a lantern in the home; social Isolation which resulted from ignorance and outdated attitudes on the part 
of both family and community members; increasing mobility limitations for the child as a result of failure 
to use the restorative measures available in the community health facility; and failure to provide the child 
with a basic education regardless of her mobility problems so that she could at the very least develop her 
other capabilities* What started as a preventable and relatively uncomplicated impairment, grew for this 
child into a multiple and socially handicapping condition which will completely overshadow her potential 
for a productive life. *^ 

3* Eariy detection and intervention is essential for maximum reduction of functional limitations as a result of 
physical or mental impairment. Oroups of people known to be a risk of impairment must be Identified and advised 
early - works in certain hazardous occu^tlons* women with a history of dlfflculty In chlldbearing; families with con^ 
sanguineous marriagis or having a history of genetic disorder; individuals exposed to certain types of infectious 
diseases, particularly if ixposure occurs during pregnancy^ A registry or some other system may be necessary to iden- 
tify disabled children and adults early in life, based on principles of confldentlality, voluntary participation, and non^ 
discrimination. 

4. Rehabilitation mtasur^ mu§t be rtlevant to the needs of the Individual and his/her family members^ taking into 
account their existing resources, social and economic situation, and cultural values. This means that the disabled per- 
son and his/her family memb^s must be involved in the planning, conduct and evaluation of the rehabilitation effort. 
The forms of support provided should help the family to cope as far as possible with any dlsability^related problems at 
home and within the local conmiunity. Measures which might separate the disabled child or adult from ordinary fami- 
ly life should be avoided to the greatest extent possible. In addition, there must be a means to coordinate for the family 
all of the services which it receives related to the disability of one or several of its members « 

The communis must be the focus of all rihablUtaiion tfforti. This Is a corollary to the fact that rehabilitation 
measures should meet the needs of individuals and their families. It would require that any of the special services need« 
ed by disabled people be availabli, to the greatest extent possible, at community level. At the same time, the basic 
educational, health , employment, recreation and sodal services of the community should be useable to the maximum 
extent possible by disabled people* This extension of services should encompass rural as well as urban locales, and they 
should be appropriate to the lifestyle of "the community, 

6. Rehabilitation senrl^ should be availabli to all people In need of them, on the basis of social equity. They 
should be provided without discrimination because of age, sex, financial capability, ethnic or racial background* The 
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type, causa, isverity and/or prognosis for any impairment of condition should not serve as a basis for exclusion for 
needed assistance. 

7« RehabiUtatioii measures should be provided in as tconomical a manner as possibli. This may require develop- 
ment of iimpUfied technologlts which are not dependent upon costly, often importedp raw materials and equipment. 
It may mean training of rehabilitation workeri who can carry out multiple functions at the community level in har* 
mony with local patterns of community organization^ and it should result in the development of rehabilitation pro- 
cesses which are realiitic in terms of available human and financial resources* 

8, Mii^ures to prevint and rtduci disability should be Integrated as far as possible with the existing structures of 
society. The ultimate objective of all rehabilitation efforts Is the iocial integration of disabled people in community 
life. Integration of rehabilitation measures within the lervlces generally available in the community is one meani to 
this end. Rehabilitation measures should be made available to all levels of existing community services including 
within program fon primary, s^ondary and higher education, basic and specialized health care^ vocational training 
and placement in work; social service and social s^urityi public education through the man media. Rehabilitation 
measures ould be provided, to the greateit degree posiible, through such community systems. Only when necessary 
for accomplishment of discrete and more specialized objectives should they be provided through services apart from 
those available to the community ai a whole« 

9. People with different typ^ of disabilities need different types of services and adaptations in the eomniunity. The 
meaiures provided for integration of diiabled people must take into account the differing needs of people with differ- 
ing disabilities^ 

10« Rihabilitiition measure must be provided in a pattern which ii continuous^ coordinated and comprehensive. Ef^ 
forts to prevent imp^rment and to reduce disabling and handicapping must form a continuous process In order to be 
effective^ Since the components of the process are inter-dependent, the success of each intervention is hinged upon the 
availability and outcome of every other intervention, Campaigni to reduce impairments from traffic accidents or in- 
fectious diseaies during one period of time will be rendered useless if they are not carried over during a longer period 
of time. Concentration on the problems of one group of diiabled people, perhaps ipinal-cord injured war veterans or 
thalidomide victims, to the exclusion of other equally ieriouily impaired people whose needs may be less visible or 
politically expedient can result in the development of unbalanced specialized services and systems, Additionalty, since 
the rehabilitation process may encompass medical, social, and vocational measures in order to be effective, it follows 
that an adequate system for coordination is needed among all of the components and the different services they entail. 
The services provided may be from both governmental and voluntary iources. Coordination may thus be needed at the 
level of the individual and the family, at the level of the community, and at the highest levels of national policy for- 
mulation, 

11« People must be trained to particlpati in the proeess of disability prevention and rehabilitation* This could in- 
clude a far greater segment of the population than is traditionally asiociated with rehabilitation activity if the prin- 
ciples of integration and community-level focus of effort are to be attained. The basic facts about the causes of 
disability, the possibilities for rehabilitation, and the active role that disabled people can and should take in societal 
life should be made known to all members of the community, particularly to those people whose life work is central to 
the shaping of other people - s lives: teachers, physicians and all other levels of health service workers; members of the 
clergy, social workers, and all other planners of human services. There must also be an increase in the number of peo- 
ple trained to directly provide rehabilitation services, with emphasis place on expanding knowledge, capabilities and 
responsibilities of service providers already at work in the community. 

12« Disabled people and their famili^ should be provided with the financial means to cope with the additional costs 
of disability. These costs may result from the need to purchase special services, technical devices or assistance 
necessary for functioning within the community. They may occur as a result of the need to overcome physical barriers 
within the community. They may occur as a result of the need to overcome physical barriers within the community 
that have not yet been eliminated, such as those found In housing, transportation, recreation and at the workplace. 
Existing schemes of social insurancei social security and social aislitance may be used to offset the extra costs of 
disability to the Individual and the family. They may also be used to provide the disabled per^n and family with an In- 
come when productive work at an economically viable level is not possible as a consequence of disability. Existing 
systems of sodal support should be examined to be certain that they do not exclude or discriminate against disabled 
people and their families. At the same time, provisions for financial assistance should offer incentives for rehabilita- 
tion and for attainment of the highest possible level of independent functioning for each person,-^ 

V. Translating the Prinelpte Into a Larger Reality 

It is a virtual certainty that no nation in the world has developed systems of rehabilitation accessible to all of its 
disabled citizens which are fully based upon the aforementioned principles of integration, completeness and continui- 
ty. It is a fact that no nation has succeeded in preventing all of the disability which can be prevented. We know that the 
principles enjoy general acceptance internationally based upon recommendations of recent regional and international 
conclaves, most recently the ^tensive consultations and reviews leading up to discussions at the Rehabilitation Inter* 
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national 14th World Congrtss in Winnipeg, Canada, of a Charter for th« 80*s, Stviral thousand participants from 
more than IS nations took pmi in these discuiiloni. Some nations admittedly are closer than others to attainment of 
the fundamental goali but all cm benifit from an expanded effort to translate the underlying principlts into a larger 
reality^ 

The magnitude of the problt m, alone, dictates the importance of seeking more imaginative solutions in the future* 
less than one-quartir of the world* s diiabltd people in reach of and receiving adequate rehabilitation assistance; more 
than two-thirds out of reach of such help, the majority living In rural areas within developing nations* 

These are some of the possible avenues for future development. 
Eipanding the Mgnpowtr Base 

The World Health Organi^tion once cited an example of the implications of expanding rehabilitation services in 
developing nations on the basis of the conventional pattern of service delivery in a highly industrialized nation*" A 
plan was established to set up a rehabilitation institute in the capital city of a country in Africa. It was then recom^ 
mended that the services be extended through establishment of similar institutes in the second largest city, then in the 
third and so on. Manpower needs In 11 different occupations to deliver the standard services were calculated. It was 
projected on this basis that if the entire health budget for the country were utilized solely for rehabilitation services, it 
would take 60 years to develop the necessary manpower and about 200 years to provide the desired amount of care to 
the population in need of it at that timet 

In fact, few nations appear likely to have the resources to train and employ full quotas of what has been considired 
to be the optimal number and diversity of rehabilitation workers* More than 10 years ago, a Rehabilitation Interna- 
tional expert group discussed the possiblity for development of different levels of rehabilitation workers under condi^ 
tions of differing available resources*'* Concepts for using lesser trained auxiliary workers in the community as a 
source of identification and referral were reviewed as one means to ensure broader outreach and better utilization of 
existing programs. Other levels of auxiliary personnel in provision of medical rehabilitation, prosthetics and orthotics 
services, social services, vocational services and special education were also considered. Since then, a number of 
developing nations have begun to train people who function in some way as community rehabilitation aides or as 
multi-^dlscipllnary rehabilitation workers. A recent experimental project of the Pan American Health Organization in 
rural villages in Mexico is finding that community health assistants can effectively help, either through direct 
assistance or referraU, more than 75 percent of the disabM people in some communities. This permits the smaller 
number of rehabilitation specialists to multiply the assistance they are trained to give* 

Another important source of people to augment efforts to prevent disability and rehabilitate those already impaired 
lies within each community and its base of people who help other people. The base is very broad: community and 
business leaders engaged in public service, professional human service providers^-^teachers, heahh service workers, 
social workers, family planning counselors and day care center staff, the religious establishment of lay and clerical 
workerSp the providers of human services who work outside of recognized professional regimes-healers, local birth at^ 
tendants, shamans and other visionaries. These are the people who community members in distress at the unexpected 
occurence of disability are most likely to turn to for advise and guidance. These same people are as ignorant as any 
others in their community of the causes of disability « its prevention and potential for rehabilitation. Unless they are 
given the facts, through generic training programs such as those for all teachers, nurses, physicians and social 
workers, and through non-formal and indirect programs of public education, they will never understand the positive 
role that they might have in shapingihe lives of the disabled members of their communities. Too often they serve as 
the perpetrators of superstition and myth rather than as the helpers that they could be. The precious knowledge and 
experience available to those individuals who have been trained in rehabilitation sptcialties remains a personal fief 
restricted to use by the select few In their communities who by reason of geography, wealth or social class may have ac^ 
cess to them. 

OpeDDess to New Rote 

Just as it is difflcult to alter deeply held sterotypes as to the roots of disability and the capabilities of disabled peo- 
ple, it is difflcult to change the image that rehabilitation professionals may have of the utility of their services or of 
their role in the rehabilitation process. To reach greater numbers of people with disabilltiei, it may be important for 
specialists to give greater attention to servicing as catalysts and motivators for the work of others: disabled people 
themselves, family members, concerned members of the community. This might entail a basic restructuring of the ser- 
vices provided, the equipment us^, the locales In which services are offered and their time frame. An experimental 
projeat to train unemployed high school leavers in Jamaica in early identlflcation and stimulation of developmental 
delayed children in slums and rurd communities dmionstrated that these young poeple could make a signlflcant im- 
provement in the lives of the families they served by training the family members to work with the children at home, 
Th^ were not terribly concerned as to whither the family member was the natural mother, a grandparent, an elder 
sister or brother, or simply a consistently helpful neighbor* In very simple ways, they were able to help the people most 
directly concerned to improve the lives of the children affected and their own lives at the same time* The small number 
of professionals Involved found their greatest strength to be in the liberation of the resources of others. 




SImpUfltd Mitbods 

Disability and rahabilitatlon nged to be "demystiflid'* if w€ are to suceetd in making more people in the coming 
dacades a part of the solution and not of the problem. While the first forty yiars of the dgvglopmtnt of rthabilitation 
techniques ajid thtories has been devoted to finding and applying technieal solutions to the limitations Imposed by im^ 
pmirment on the relatively select few, the next ten» twenty or thirty years may be devoted to finding and applying 
methods whieh maximize tiie involvement of the many. Guidelines are needed which will help all parents to help all of 
their ehildren to develop and grow^ including those they learn to recognize as developmentally delayed* It is pitiful to 
see or to have to estimate how many disabled children in the world today are being denied the fundamental stimulation 
that they* like all other children, need to grow including food, social stimulationt and space within which to move» 
because their families have never been provided with simple information about the causes and effects of their im- 
pairments. Is their anv acceptable explanation of the fact that today* even in countries with the most sophisticated 
systems of rehabilitation Imaginable, we cannot find a single example of a simple series of diagnostic steps a family 
might take to assess whether or not one of its membm may be suffering from impairment? In the industrially 
developed world, the detection pattern Involved has always entailed referral to a specialist despite the fact that it Is the 
family which has the earlieit and the closest familiarity with the problems of disability* 
Focus on the Family 

Mr, Alf Morris, of the United Kingdom, the world's first Minister for the Disabled, has said: ''There is no such 
thing as a disabled person; there is only a disabled family.'' This Is the ultimate recognition that the most important 
impact of disability will be on the family as a whole and the most important resource for dealing with the problem will 
also be within It. It Is the family which adjusts to the demands upon each of Its members and manages its time and 
resources accordingly to cope with the additional responsibilities imposed by disability, whether It be the problem of 
the growing child, the mother or father, an elderly grandparent or other retative. It is well known that the family can 
provide many forms of care at home more economically and more effectively than institutions.*' It Is also clear that 
the role of the family In shaping the selMmage of the disabled person, child or adult, is pivotal. There is an explosion 
around the world of programs to draw upon the resources of the family and to support it In coping with disability: 
Parent-to^Parent programs, child^to-chUd, action groupi and respite cart, schemes for home help at any time of day 
or night dictated by the need that arises rather than by bureaucratic schedule. Hopefully more such programs will be 
forthcoming with an emphasis on programs that help the family to provide therapeutic activities at home; programs 
that use the materials available at home as the basis for assistive devices and equipment; programs that inform the 
family and make it a capable participant In the rehabilitation process. 
Appropriate Teehoolopr 

The technology of rehabilitation today is, unfortunately, not designed for use by the majority of disabled people in 
most parts of the world. When it is available it Is often costly, dependent upon external energy sources including elec^ 
tricity, difficult to transport and asiemble reliant upon special component parts and people trained in their use and 
difficult to maintain. As a result of all of these factors, rehabilitation technology is virtually inaccessible to most peo- 
ple in the world. The technology is frequently also inappropriate culturally and climatically.^ There is considerable 
irony in visiting a program for blind youth in rural Asia to see patient effort devoted to training these young people to 
weave -'welcome mats'' In a nation where few will ever read English nor place any value on wiping ones shoes at the 
door. (If you do have shoes in such circumstances you should know better than to soil the interior of the home by 
wearing them inside.) 

There is a long list of used and donated equipment shipped around the world, with the best of intentions, only to be 
locked away and out of use because of a lack of parts or servldng. There Is also a long list of people who were trained 
in specialized procedure they could never hope to use in their home countries. But there is another list under develop^ 
ment now which will show the ingenuity of rehabilitation specialists, village workers, and family members in respond- 
ing to the needs of disabled people with local resources and materials. The Partners of the Americas* rehabilitation 
program has interested IBM*, the giant of sophisticated technology, in supporting its collection of information on 
technologies effective under local community conditions. The resource catalog which results will surely be of the 
greatest utility. An ^perimental World Health Organization program to evaluate training manuals for community 
workers In rehabilitation using appropriate technolgy is also underway and should yield important results. 

Appropriate technology is not always simple or labor intensive, although these can be some of the criteria. A re- 
searcher in England has found a way to use a highly sophisticate edible white powder to mold assistive grips for everyday 
implements that can then be used by arthritic, cerebral palsied, and other physically impaired people to function more 
independently. The technology is quite sophisticate; its application, in rural villages using a bit of water and the time 
of anyone interested to learn how to do the Job in a few hours, is quite simple. The point, of course, is that only with 
technology appropriate to the situation will It be possible for family and community members to contribute to the pro- 
^ss of rehabilitating more disabled people locally. 
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A parallel divtlopment on the rtgional level worth mentioning ip this context is known as TCDC (Teehnical 
Cooi^ration Among Developing Countries). This is an outgowth of recognition among third world nations that many 
of the solutions for their problems will come from the techniques and approaches that have been diveloped in cir- 
cumstances similar to their own, rather than from techniques grafted onto a resistant body from outside, 
RiacUDg the UnrtAchtd 

One of the direct results of the RI/UNICEF study on the situation of handicapped childf en in the developing world 
was a program in the Philippines called "Reaching the Unreached," The project is in its first year and it is based on 
recognition of the fact that most of the disabled children in that country will simply never be seen at local lirvlces for 
children after their birth. Most likely, they will be kept out of public sight within the sheltered and loving care of their 
familiis. They will not attend school nor go to the health center, nor play with other children in their community day* 
care center, nor even attend community festivities. The purpose of the project is to reach families at home, to assiis 
any problems their children may be having, and to help them to help their children to grow in the best poisible way. 
The project places a few rehabilitation workers in the community, works through existing community development ac- 
tivities and emphasizes measures which strengthen the capacity of the community to help its own members. '^Reaching 
the Unreached" works together with a unique program to help families in the Philippines to stimulate the intellectual 
growth of their children through improved nutrition, early stimulation, socialization, and learning games. The objec- 
tives of this program for "Mental Feeding'* complement well those of the proiiram to reach and help disabled 
children. Both programs exemplify an active effort to find disability early, to intervene early and appropriately in 
terms of the community, and to produce an improvement in the quality of life for all who are directly affected. It is a 
trend which moves far from the traditional and passive concept of rehabilitation as a service available to the public 
and to be drawn upon by it. The active outreach approach recognizes that traditional stereotypes and economic 
realities may be making it impossible for those most in need of help to ever avail themselves of even such services as do 
exist, It also furthers the disiemination of information about disability causation which is of such great importance to 
efforts to reduce the problem In the future. 
Potential Artas for Research 

AH of the experimental approachei cited above could be useful lubjects of research analysis: e.g, the functions and 
effectivity of community rehabilitation workers; the effectiveness of measures to strengthen the capability of families 
to d^ with disability; the range of technologies appropriate under differing conditions of material and manpower 
resources; the potential of simple measures to screen for and detect disability. 

Some of the other areas which are little understood and could be fruitful and could be fruitfully examined from 
cross-national perspectives includes 

Differing bases for allocating resources to differing components of the disability prevention/rehabilita- 
tion process; l*e,, the relative weight in different nations on spending for and priority of disability benefits 
schemes, direct rehabilitation services; and labor market and social policies which affect disabled people. 
The effectiveness of varying patterns of mixlni these components at the levels of the individual, the family, 
the service providing institutions and for society as a whole could be examined, 

Mtaiurenient of the iion*moDitary outcome of rehabiUtgUon serviee pfoyisioD, particularly In terms of 
the effects on those Individuals directly af fectsd» their family members, and others in the community. Such 
outcome muf involve ehaBg^ in the managemeDt of timt» changes in sodal behavior, changes In emo« 
tf onal weil*being and potential for prodoettYlty. The cflpablUty of varying patterns of non^monetanr gains 
conid be eompar^# 

The effects of disability on the active work force of a nation and on the base for maintenance of systems 
of social benefits; the varying labor market policies used by different nations to deal with these effects and 
their relative effectivity, 

Th% iffeetlvity of varions mmnr^ to Integrati service for disahled people within gineral systems of 
ednetional, medical^ voMtlond and sodid serviee for the community as a wholei tht optimum balance be* 
tween general and speeid service under difftring conditions of economic and social developments 

The implications of dipending upon family, private, gov^nmental and/or voluntary organization in- 
itiatives in the organization and delivery of rehabilitation services; analysis from the perspectives of cost- 
effectiveness as well as adequacy of outcomes for the individuals and families concerned. 

Most of the comparative r^earch studies which could be undertaken in subjects of these types would be difficult to 
develop methodologies for and to deflne. They would require considerable investment of funds, people and time over 
the next decade to produce useable comparative data. In some ways the question Is not whether such rfsearch is affor- 
dable but rather whether we^n afford to go on without it and without making a clearer delineation of how the vary- 
ing elements of the rehabilitation proems interact to create a coherent and effective policy for service provision and 
support. 

The varied approaches 1 have cited possibly represent the beginning of some new ways of looking at the problems of 
providing disability prevention and rehabilitation iervices In the future in a way which will come to grips with the 
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harsh riality and tht scopt of the problem, Thty may be of relivanca in any of the worlds within the world where 
disabiity remains an unsolved problem. They are intended to be useful in any circumstances where resourcts are 
limitid: rfioureei of peoplti of matirial, and of money. Limitation of resources, like dis^ilityi Is a uniytrsal pro- 
blem. There cannot be an arbitrary division therefore, of methods which might bi appropriate for the Third World, 
but not for the industrialiied world, or vice versa. At the same time, out of the dlvtriity of experienge that 
characterizes the way that pe oplt cope with disability under different circumstances, this listing can only be a first step 
in a long process of examination, experimentation and review* 

Mahatma Gandhi, the great sage of the Indian Subcontinent, aptly lummarized the situation more than forty years 
ago when he said, 

"Th^ deference between what we do and what we could do would suffice to solve most of the world's pro^ 
blems, 

I wcwld hope that by helping planners to understand the important role of people with disabilities within the fabric 
of community life, we will increasingly add their strength to all other efforts to develop a world more habitable and 
hospitable to all of its people. 
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Excerpts of Reviews and Comments 



The following art mmrpts ofnyiem, comments and questions ra^ed by the Switger Fellows. These are presented 
to further stimulate thinking as well as action as it relate to the content of the chapter by Susan Hammerman, 

"Hammtrman-s paper reviews the major needi of the disabled throughout the world. As in the Marge and Aeton 
papers^ she emphasizes the importanet of an Increaiid focus on prevention of disability for the aoming deeades. 

Ms, Hammerman points out the need to raise community consdouineii about the potential of disabled pt ople to 
contribute to society. It will be interatinf to explore this recommendation in greater detail to ditermint ways in which 
this can be accompUshed in third world countries. One would assume that it is extremely difficult to realiie changes in 
culturally embedded views about health and health carei This is not to say that such views cannot be modifledy but 
what is the currint evidence about the effects of such efforts in developing countries? 

The author- s focus on A§ family as a major r^ource for better health delivery and therefore, better care for the 
disablidt is an important one which needs discussion at the Seminar. The use of the family raises the same question 
discussed above about in^easing the community's consdousneis concerning the potential contributions of the dlsab^ 
ed. We are speaking again about the modiflcation of established attitudes. We need to examine effective ways in which 
this can be done without causing m^or disruptions in the culture and mores of the society. In addition to effec^ 
tivenesSy it is essential that we seek low-cost and cost effective approaches, especially for developing countries^ This is 
an area of reswch which is in need of furthtr development. - ' 
^Michael Margin Ed.D. 

"This paper spells out in deflnltive t^ms policies and guidelines for the iO's, The review of problems facing the 
disabled in developed^ developing and pre^developing countries is direct and to the point. 

The problem of dependency is ^ven a great deal of play in her re\dew. The nec^ity of looking at population 
statistics in undentanding what Impedes growth of rehabilitation in poor countries and poverty areas is made mean- 
ingful. Her r^ommended measures for work with the disabled are excellent^'' 
--Jam^ Sp Petors, n, Fh.D« 

"Bow, in a practical way^ do we expand the manpower base? 

Dr, Hamm^man identifi^ many potential sources of manpower auxIMary personnel, community and business 
leaders^ professional human so^ce pro\dderi, etc. This is a good bepnning list to which seminar participants may 
wish to addy e.g» disabled people themselves. More importantiy we need to identify some strategies for reaching the 
manpower base and providing thrai with the ne^sai^ tools to be effective. One way to think of this Issue is to 
perceive it as u information dissemination issue. The models described in the Pan/Duncan paper may be a good start- 
ing point in fonnulating strategies for ^panding the manpower basct" 
-EUzabttli PUt Ph»Dt 

"In the developing countri^i the rehabilitation ibices that do ^ist reach only a tiny fraction of those in ne€d« and 
disability prevention efforts are too often non-existent. Susan Hammerman's paper perhaps best captures the 
mapiitude of tiie problem: 'By the year 2000, almost Ave billion of the world's (^timated) six billion people wiU Uve 
in developing nations; more thu one^hird of them will be children under the age of li years,' and approximately 
one-third of all children in the d^eloping world live in rural areas completely beyond the reach of health imd social 
service,' '* 

New approaches to the problem of disability prevention, r^abHitation, and I would add Integmtion, full participa^ 
tion and equality are clearly r^uired in developing countri^. Huimennan cited the WHO eximple of the impUca^ 
tions of building rehabilitation services in developing nations on the basis of conventional patterns of service deUveiy 
— it would take 60 years, if the entire health budget were utilized solely for rehabilitation service, to develop the 
nec^wry manpow^, mid 200 years to provide care to the population in need at that time in Just one country in 
Africa!" 

•^Robert B. Sanson 

"n^e major pwt of the paper focuses on ne^s, potenti^ and values with which there Is a broad base of agreement 
among progrMive thinkm^ ^ 



emphasis on more utilitarian persj^ctiv^ to work force dlpla^ent and simpUfled t^hnology are issues which 
should Twelve furth^ consideration at tiie Seminar. 




Tha ILSMH* has adopttd tht concept of a "Manpowar Modal" to ptrsonnel preparation, deploymtnt and utiliza- 
tion which pfovides a framiwork for he concept of delegated function referrtd to in the paper. Her paper poses the 
problim of how to implemint the concipts she advances in developing and developed nations. Some t xperimenti have 
been tried in this rigard which can be discusied In the Seminar* 

"The paper complemf nta Acton's in relation to the question of how to realize more of what is possible. She quotes 
Ghandii *The difference between what we do and what we could do would suffice to solve most of the world's pro- 
blends.' The Seminar's challenge is to dellneati the acdon options which can be effectively implemented/' 
^International League of Sodeties of the Mentally Handicapped 
Allan Roebtr, Ph.D. 



The following is a brief mmmary of the recommendations and implications for action as developed by the Switzer 
Fellows or it relates to the topic of the third chapter, (The recorder was Dr. Jeanne Kenmore). 
I, General Prineiples: The Framtwork for Policy 

The group discussions on general principles for assurance of necessary services and support systems were based on, 
and in agriement with, the underlying principles set put In the Hammerman text. Foremost among these concepts is 
the right of disabled people to livip the right as is stated in the United Nations Declaration on the Rights of Disabled 
Persons "to enjoy a decent life^ as normal and full as possible*" 

This means that all general systmis of society designed with the needs of people in mind should equally be designed 
with the needs of disabled ptople* both children and adults^ in mind. General service systt ms should be made available 
to and usable by disabled people and their families just as they are available to all other members of society* When 
the special needs of disabled people dictate the nec^sity of additional rehabilitative measures of the types described in 
the paper, such measures should in principle be provide in a manner which is integrated within the general service 
systems, within the community and at the level of the community. 

The overwhelming dimensions of the worldwide problem of unresolved disability, and the limited resources 
available to deal with this problem in every community make it necessary to prioritize actions for disability prevention 
and rehabilitation. Priority should be accorded to those actions which conform to the international principles set out 
in the report. Most Importantly* priority should be assigned to those activities which will result in the greatest good for 
the great^t number of disabled people, especially those people who are now reached the least and served the least. 

Ref ocusing of priorities for international action in the fields of disability prevention and rehabilitation may require 
the channeling of present forms of assistance and activity into some new patterns such as those which are fundamen- 
tally designed: 

to provide needed service more economleallyi 

to Involve more people In extending and expanding the proems we call rehabilitation; 
to involve those people most closely affeeted by the pfoblems of dliabillty, disabled people and their 
fainili^f in the proem of rehabilitation and "self*help»" 
IL Prograni Development 

Historically all nations have experienced trials and errors in developing their programs to service people with han- 
dicaps. Policies and practices valid in the past may no longer be considered valid today. Mistakes, in fact, have been 
part of the process of lewiiing how to b^t provide such lervices. When nations develop programs which are new to 
them, it would be well to learn about conditions under which similar programs were developed in other parts of the 
world, and to determine the relevance of various aspects of these programs, particuarly from the peripectives of 
cultural and economic appropriateness. It may thereby be possible to avoid costly and/or ineffective methods, 
mistakes and waste. 

While sharing basic principles and priorities in disability prevention and rehabilitation, the transfer of practices 
from one country to another, or between regions within one country, may not always be desirable* In light of the 
tremendous needs and lack of resources of developing countries, innovative, collaborative, community-based 
demonstration projects aiid progruns should be encouraged. 

National development plans of developing countries should reflect rehabilitation and disability prevention as an in- 
tegral part of planning for education, public heidth, training, community - urban and rural-development . Any 
separately developed plans for the development of rehabilitation services must be included in the National Develop- 
ment Plan of a country, if implementation is to be assured, 
lilt Serviea Deliver 

Meeting the spedal needs of handicapped people may be accomplished by Individuals with a variety of backgrounds 
aiid qualiflcations. For example, service roles range from the villager with no formal education through all categories 
of personnel with various informal and form^ training. It is important to decide in advance what knowledges, skills, 
abilities are absolutely necessary for the job and not to over or under train. As ser^ces reach greater numbers of 
disabled j^ople in rural areas and slum sections in large cities, new occupations will be created calling for a variety of 
skills only some of which require long years of study. 



Summary of Recommendations 
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Fr^uant contact with disabled individuals as thiir lives ahanga becaust of age, environment, family situation or 
economig gonditions is of fundatnint^ valui and Importuice in the developmf nt of iirvice programs. 

The rehabilitation eommunity should encouragg government and private agencies engaged in general human service 
delivery and development activitites to include handicapped persons as program participants and recipients. 

IV, TnUnlDg of PersonBel 

Many nations have knowledge and experience to offer one another. Person-to*p€rson contact is probably the most 
effective way to share this information. National i regional * and even world-wide conferences offer this opportunity. 
Long-term training programs provide extended time for person-to-person communication to take place. When an in- 
stitution or a country requests training for personnel, the trainees are often sent abroad and receive their education or 
training in another country. Upon return to their home country theie people are expected to Instigate programSi to 
train fellow citizens and to provide the leadership necessary for Implementation and institutionaliMtion of new ideas. 
One way of making the development process move more expeditiously is to Invite consultants/experts from other 
countries to spend sufflcient time in the host country so that greater numbers of persons in many occupations and pro- 
fessions may be trained. However, these consultants/eKperti must learn as much as possible about the local cultures, 
about the usual methods of instruction^ about the acceptable procedures for bringing about change^ and they must 
learn to work within that framework. 

Long-term degree training programs conducted In other countries must be sensitive to the needs of students from 
different lands but basic professional academic standards should not be compromised. To do so Is an injustice to the 
participants and their sponsors. It is also important to prepare students from other countries for their leadership 
responsibilities (policy makings program development^ teaching) which they will face upon return to their home coun^ 
tries. Upon reentering their own cultures it is important that these peoplCi who represent an important new national 
resource* make a committed effort to avoid becoming detached or isolated -^elites." That is, they must remain in con- 
tact with the service personnel and the organiMtions who are dealing on a day-to-day basis with the countries' ''real 
world'' rehabilitation problems. 

Short-term training programs conducted within the host country should focus on two groups. 

1. Multidisciplinary rehabilitation personnel, 

2. General human service workers^ i.e.» teachers^ nursesi social workers* clergy. 
The participants should also represent both profeisional and paraprofesslonal personnel. 

V. Ltgblattve Needs 

Gener^ le^slation which applies to all citiz^s of a country should not exclude the disabled. For example* if the law 
states that all children are entitled to a minimum of a speciflc number of years of education It ihould apply equally 
strongly to children with various disabilities. 

In the past decades ipecial legislation for handicapped people has tended to follow the development and implemen- 
tation of service programs. Recently some countries have passed legislation designed to extend the disabled 
individual's rights to specific services. This has contributed to the improvement and the proliferation of services. 

If the legislative '^frontier'' is too far in advance of present facilities and service programs and understanding, it has 
little impact or capacity for implementation^ To be meaningfulj there should be a reasonable relationship between the 
law and the readiness of people and the existing structures to act in accordance with the law, 



SWFTZER FELLOWS: FeUowS; here arev let t to^riiU^^^iwr^ 

mortt Mereed^ M* Miller and Susan Hamnieraan. Mlfsing from the pietnres are Fellows Broee Cnrdii Fred J, 
Kranse, Robert Ruffner and Diane Woods. 
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Chapter Four 
By Bruce M. Curtis 

The Need For Full Integratioii 
OiSMHed Persons 

Summary Comments 

This pap§r provides some mcceptionalty inter^ting insights into the probhms that have accompgnied the develops 
mmi or failyre, of the Integmtton of people with^^d into the .societies that make up the United States, 

Understandably, its emphas^ & on problems rather than on metmsm and it tends tofoaison the role oforganiza^ 
tldm of people with disabiliti^ in the integration process. One ofthegmt unmcamined phenomena in this area of 
human d^lopment is the substantial body of signlfl^ntly dlsabM^mm who, for whatever reasoFW, have manag- 
ed Jni^r^tion to the ^^nt that th^ ho longer appear in our statbtics. The gu^tion of whether organi^tions ofpeo^ 
i .ple;with dimibiitles and theirprmim en^nee or retard integration will be answered only by history, but it is ^rtainly a 
^ dtfendable position to claimiinthelightofthe conspicuous lethargy of society as a whole towards the problems of 
those with dkabilities, that those most^^ 

of Irtfbrmation and ^perienae from countries 
other than the Unit^ States. In the contmt ofthe theme ofthe ^minarit will be necessary to dbcuss th^e issues with 
rtferen^'to their international impli^tions^^^^ they are relevant to the situation in countries in the mrly 

stages of economic and social d^elopmeni. -After all, that is where most if the people with disabilities live. 

In the United Statm the United Kingdom, Sw^en^ the Netherlands and other highly industrialized countries a large 
amount of mon^ is spent on process^ that are suppo^ to sHmulate and augment integmtlon. As the author poUtU 
outi a^omplbhments in the US* has been, meager ^ and observable Fesul^ in other developed countries is the mme. 
How then do we advise other countries to plan their approach^ to this problem? 

Theauthorrais^gu^tiifFWahout the con^pt of integration and with good reason* We assume that Integration and 
full participation are everyone's goals* Are they? For people with disabilittes? For people who are not described as 
disabled? This needs a hard analysis. 
Comments bj Nofmu Aet&ii 

Why We, Tht itvmly Msablid, Wiim^ Int^ratton 

Tbera have always been ^sabled people who have managed to be suce^sful» and iome who were not itverely disable 
ed, managed to pasi or hide disabiUtl^ and lead iuc^ssful llvei. There wera even severdy dliabled people who 
managed to get a Job» riuse a family^ partidpate in their eommunity and feel that their livei» while difflsult, were itUI 
acc^table and ecjoyable, Yet> a peat^^^m disabled people were not satisfied. With the advent of new medidne, 
medi^ t^hniqui^s and improved m^eal suppdrt semeeSi large numberi of dliabled people» especl^y at a^ung 
age» st^t^ panldpddng more in the gommuiUty. Feople disabled from birth, and those liUured in their youth, were 
now finding themselv^ medieaUy stable and wondering what to do with their lives. 

Yet wh^ we left the hosplta!, people in the community felt we didn't belong. When we ^ed to live on our own» the 
lack of famUi^ cotild ke^ us from succe^Ung. When we wanted to go to a librae or a restaurant we eouldn't get In. 
Even if we could enter a regulaF school or college, our future seemed like endl^s yws of classes because no one would 
V hire OS. 



In the late sixtiis, and at the beginning of the decadt of the saventltSs several disabled individuals were encouraged 
by the sudeeis of the student movement in the lixtiesj the draft movement, and the women's movement. With the suc- 
cess of the civil rights dfmonstrations to make demands and get results from governing bodies, we decided to try and 
get the same results for disable people. In these first few yeari - late *69, '70, '71 = severely disabled people began 
recogniiing that they were not able to receive servict s in the community without a great deal of difficulty* Difficulties 
such as: locating a house (If they could afford one); being able to get Into their local city hall, movie theatre, or 
restaurant; with physical barriers keeping them out. This was complicated by social service programs whose workers 
had no understanding of disability and it's concurrent problems. As an example, when a severely disabled person tried 
to get attendant care, the social worker who was trained to screen people out or limit services, would tell the disabled 
person s/he was not eligible for more than one or two hours a day of attendant care. 

We learned that the only way to get the amount of hours of help we needed was to have a **dirty house," be unwash- 
ed for over two weeks and tell the social worker that you're going to have a bowel movement and it isn't safe for you 
to transfer to the toilet by yourself. At this point the social worker would panic and suggest that you could use more 
hours of attendant care. 

This kind of problem and response was rampant under support services such as Social Security, Department of 
Rehabilitation, Aid to Families with Dependent Children and the County Department of Public Social Services to 
name only a few. Traditionally, these social workers had no training providing services to disabled people. They had 
no knowledge or sensitivity of our special problems and were, therefore, often insensitive to the needs of the disabled 
population. Often all of these community services, these and more, were not available to disabled people because the 
physically disabled had no means to physically get into the buildings A services provider from one agency did not 
know how to how to interrelate with a service provider from another agency nor how to solve the multiple problems of 
independent living in a community. Disabled people needed a coordinated attack as opposed to an individualistic at- 
tack on the alieviation of their problems. 

' In addition to the needs for direct services in the community, there was a problem of forced dependency^ Disabled 
people were kept out of the employment market because employers didnU feel they were productive enough; because 
of insurance companies' attitudes about disabled workers being greater risks for injury on the job and because of at- 
titudes which said that the image of a good worker was a non-disabled worker. The employer might feel that anyone 
who had a disability essentially would keep the public from feeling comfortable and would interfere with services or 
sales to the public. 

Dependency was also forced onto disabled people by the family being the soli economic means for maintaining a 
disabled person. This was reinforced since the disabled person was unlikely to get a job. The dependency on the family 
was not only acceptable by society in general, but was actively encouraged as a means to limit the financial obligation 
of the government and of the social service agencies. It was never discussed, or it was never considered what the effects 
on disabled people would be, with this kind of forced economic dependency. 

Somttimes poverty became a way of life for disabled people. There was little opportunity for jobs, or when jobs 
were found they were low-paying jobs with no upward mobility. Not only the poverty of usually not having an oppor- 
tunity for a job, but also the poverty of being government supported by financid assistance programs such as Aid to 
the Disabled (which eventually became Supplemental Security Income), led to feelinp of hopelessness. These pro- 
grams often w^e barely enough to pay for food and housing and were rarely enough to handle the additional needs of 
most people, such as transportation, clothes, electricity, recreation, etc*, and these were considered luxuries. The 
amount of money for assistance would vary from state to state* Many states took the attitude that they should not add 
any more money to the basic federal grants. Therefore, you would have in many statei» half as much being paid to 
disabled people as in other states even though In the highest paying states this was still barely a survival income. 

The services, the dependency and the poverty were all manifestations of traditional reiponses, traditional attitudes 
toward disable people, and stereotyped attitudes based on custom and historical practice. These stereotyped attitudes 
labeled disabled people as being essentially incapable of any kind of worth, value or beneflt to the community; that 
they are only a necessary burden to the family or to the community. These attitudes lead to and maintained inequities, 
discrimination and the continued dependency of disable people. Who could attempt to sum up the feelings of a 
young disabled person or even of an older disabled person? 

In the sixties and the seventies, disabled people watching other discriminated groups making demands, organizing 
and having iuccess in having those demands met, could sense the possiblity that life did not have to be the way they ex- 
perienced it. Maybe there was even some hope for change and a better life to live. Even while these feelings were grow- 
ing In response to other successful social movements, disabled people were basically isolated from all these s^ial 
movements. In addition, these movements were not aware of or knowledgeable of the problems of disabled people 
even though disabled people could be considered members of these movements. This Isolation of disabled people 
could best be pointed to in the lack of information about and the lack of inclusion of disabled people in these new and 
struggling social demands. 

The isolation of disabled people was also from each other in that disability ran across all barriers of social positions, 
wealth, poverty, ethnic, geographical and educational attainment. There weren't any similarities between all these 
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diiablid peoplf except for the fact that aach hid a disability and having that disability had some effect on thiir lives. 
Their isolation was often not only ont of information and opportunityi but commonly one of phyiicai isolationp 
Many disablad people wire isolated from othir disabled people and from the community through physical barriers; 
through living in segrtgatgd facilities under close supirvliion^ by familits who would not allow their disabled family 
members to Itavt the house or participate In family events which could have been a means of community participation. 
Even to the outright isolating of disabled people by national policies that build large multlresldential buildings for 
'^disabled only", or by warehousing the disabled in state institutions and state schools. 

This was where disabled people found themselves In the late slxtiei and the beginning of the seventies, with an im- 
mense task of organizing, educating, advocating and demanding integration in the community with the hcpe of a 
new future of inttgratlon^ equal rights and equal participation. 

Who Were We? 

The disabled people who felt the possibilities of change in their lives, who saw the new mechaniimi that would in- 
clude them in the community, who felt the possibility of organizing and directing large numbers of disabled people in 
the country, were primarily young disabled people^ Of these young people, most in their twenties and thirties, some 
had indiviudual successes with becoming independent^ some had little success with living independently, but they had 
disabled friends living indipendently for role models. These disabled people were often college educated because there 
wasn't much else to do, schooling was usally free. They were from white, middle class backgrounds with the values 
of the middle class. It seemed to thern that success was possibli for anyone who worked hard and tried to make the 
system work. They believed that everybody was equal and idealism could be a reality « Likewise, ambition and com-^ 
petitiveness were crucial to feel that they could succeed against overwhelming odds. We will stt , I think, in the remaining 
part of this paper, that some of these values w^e what led to a lot of the problems we see today. All these efforts were 
to be directed at the system, trying to make the system work, trying to address the inequality and oppressive nature of 
the system. Basically we were trying to reform the system. 

What Did We Uara To Do? 

In trying to dedde how to go about this undertaking, often personal experien^ in political organizing - city 
meetings, community development, schools, leadership positions, and other social movements such as the Black, 
Chicano, anti-draft, anti-war and environmental, served as training grounds. 

A few individuals tried to make changes based on their own particular problems and tried to set a precedent to make 
things bitter, not only for themselves, but for other people. There were those who tried to start organizing disabled 
people into membership orgamzations that could educate themselves and the community and work towards change^ 
These organizations were small compared to the long history of the organized blind and the shorter history of the 
deaf. The mentally retarded while having a long hiitory, were organized only through parent groups. The mentally ill 
were not well organized. There was a desire in the beginning, of organizing the ph>^ically disabled, to reach out and at- 
tempt a coalition with other disabled organizations; at the local levels, at the state levels, and if possible at the national 
level. This attempt over the years was successful at all levels in various degrees. The best example being the American 
Coalition of Citizens with Disabilities that grew in the mid-seventies to embrace most of the disabled groups and 
organizations working on a state level. 

Some of these organizations wanted to educate the various Identinable leaders of the disabled within the groups, 
in the political machinery for passing legislation and in how to use power and influence to accomplish change in the 
community^ Other organizations wanted to know how to find money to support the efforts of the organization^ 
This came about through individual donations, fund raising techniques, foundations, corporations, unions, and 
wherever money could be found. Certain key people became very good at making connections, making the political 
friends in order to promote the desired piece of legislation and follow-through the lobbying process. Other key people 
became good at finding and raising money for an organization and its direct services. Making these political connec- 
tions and money connections became something of a closely guarded secret in that money and political connections 
were not always freely shared with others and became essentially special knowledge for the privileged few. 

One of the skills that was quickly learned by the leadership that developed in the disabled organizations was the 
ability to manipulate guilt - a talent and a technique that was used In other social movement organizations. Essentially 
this was the knowledge that those who had money, power and privilege, also had guilt because they han the better 
thinp in life often denied to disabled people. As such, the manipulation of the guilt of those persons who di^%1minated 
against the disabled, who held stereotypes, etc*, became a very rewarding technique, both politically and periontdly. 
Also the use of logical arguments, well-^reasoned arguments and statistics showing cost effectiveness; sound, logical, 
rational justification for the integration of the disabled and the development of necessary support programs and 
policies, was another very special talent that was developed. 

The use of the media was absolutely essential in communicating a feeling to the politicians and people who had 
money that the disabled were a knowledgeable group, indeed it was important that certain key leaders be seen as hav- 
ing the support of all disabled people and a knowledge of the issues and as such could be seen as representatives of 
disabled people. Media recognition was immediately useful for manipulating guilt and for ^^^vcraging the political pro- 
cess. Demonstrations as media avents were very useful in combining all threi techniques. 1 at the media» the basic de- 
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mand of the movement was equal rights, based on the same themes as other social movements' equal rights and full 
participation in the community. This could take the form along a whole spectrum of society's problems and on any 
issue. Legislation became a favored measure of success for guaranteeing equal rights and full pariicipaiion. There was 
a strong feeling that if the Civil Rights Act had an additional clause of protecting the handicapped in terms of forbid- 
ding discrimination, we would have reached a milestone. The possiblity of enacting into law Section 504 which dealt with 
discrimination in regards to only those programs that received federal money was hotly contested by the disabled. The 
disabled eventually won through a great deal of demonstration and lobbying activity. Public Law 94-142, the educa- 
tion for all Handicapped Children's Act, for example, was a very important law. There were many other 
developments, those two in '73 and '75 and later in the '78 Rehab Act Amendments that expanded upon those protec- 
tions passed in '73. It all helped to develop a fair amount of law supporting equal rights for disabled people. If not the 
full civil rights, they did lead towards improved participation of disabled people in society. 

Yet, there were many problems in these developments. Once the laws were passed, the enforcement of them and the 
money to implement them was usually not existent. This was but another indication of the emptiness of the political 
promises that were made. These pieces of legislation in many ways were ahead of the ability of the disabled organiza- 
tions to monitor their enforcement, or the communities' readiness to deal with the idea of full participation of the 
disabled throughout all community activity, or the elimination of previous discriminatory practices and attitudes. 
Due to these two problems these laws were rarely enforced and in many ways give a platform for opponents of further 
legal rights or economic support to contest their validity. Often people would point to these laws and say we've done 
enough and we don't need to do more now, there are other pressing needs. 

One of the key areas we wanted to initiate was new and progressive services to the disabled whereby the disabled 
would have the necessary support services and access to existinf community services, to live independently in the com- 
munity with full and equal access to all segments of community life. In trying to implement these progressive service 
models, some small segments of the total disabled population proposed that disabled people themselves should have 
controlling influence over the delivery of these services. In fact we did develop service models which were under con- 
trol of the disabled and they were very successful. Larger portions of the disabled people only went so far as to de- 
mand the participation of disabled people in decision making at all levels; feeling that control by disabled people was 
either unnecessary to ask for or was not within traditional democratic values. The concept of the participation of 
disabled people in decision-making continued to meet with a great deal of resistance at all levels of government and 
social services administrations. To this day this concept is partially acknowledged and encouraged in some states. In 
some programs a very good participation by the disabled is occurlng. The vast majority of programs either give token 
service or have no participation by the disabled at alL Too often only Up service has been given to the concept of the 
disabled involved in decision-making regarding their destiny. 

One of the key problems in the organizing of disabled people. In the development of coalitions, in the pursuing of 
political objectives, new laws, new policies and new services Is that of disagreement between disabled individuals, 
disabled groups and even various disability groups themselves. This disagreement in tactics or philosophy would lead 
to one group vying to outmaneuver or undermine the opposing philosophies or proposed programs of another group. 
This was often the case with more conservative disabled people who felt that the demands being made by the more 
militant disabled people were made too quickly or In the wrong manner. The conservative disabled were often looked 
at as joining with the establishment and with the '*enemy", and as such they were excluded from participation and 
decision making. This often led to elitism and cliques developing within the leadership of the disabled movement. 
Sometimes only a clique would be In power and making decisions as opposed to a united front, with all people being 
involved. The less elite disabled people were not always allowed to participate In delicate negotiations due to the feel- 
ing that they lacked experience in the development of the movement. Again this led to a division between potential 
allies and the disillusionment or loss of many supporters who could have created a larger, broader-based coalition for 
change. 

Where Are We Now? 

In the late 1970's and 1980, our efforts for integration have now had time to show the successes or failures that have 
resulted from our policies and programs. In the area of schools, more disabled people are being Integrated into the col- 
leges and are having accss to the same kind of education open to everyone else. High school and elementary education 
has more participation by severely disabled people as opposed to the previous segregation into special education 
schools. Still, large numbers of disabled do not get appropriate Individual education plans, which are required to be 
developed for them with their input. Parents are usually not educated about the rights of their disabled children. Too 
many schools are still resisting the full integration of disabled students, but it has definitely improved from the situa- 
tion of over a decade ago. 

Employment has often been a major goal for proponents of the integration of disabled people into the community, 
to show that their ability to produce is equal to people who are nondisabled. There have been more efforts for employ- 
ment than for any other problem of disability. Efforts at integration have still led to only a few elite people getting 
employment. There are scattered cases of companies or small businesses hiring disabled people and boasting of its suc- 
cess. But by and large the laws against discrimination have not seriously increased the employment rate of disabled 
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piople. The disincentives for working that go aloni with many of the support benefits have encouraged disabled peo- 
ple froni actually being able to work. The lack of free medical treatment or at least affordable medical treatment for 
thoit who are severely Hisabled has gone a long way toward keeping disabled people out of the Job market. 
Stertotyped attitudes and the competition for jobs, since many people need jobs and jobs are becoming hard to get, 
has led to the disabled being among the last hired. 

In those communities where there have been active disabled organizations promoting the rights and educating peo- 
ple about full participation of disabled people in the community, life Is better for some disabled people. There are a 
few examples of communities that are better, but this is primarily in larger towns and cities. And only a small part of 
those urban community services or activities has shown any improvement. 

In the past ten years, millions of dollars have been given to provide housing for the disabled and the elderly, since 
they were lumped together into one population to be served. At first, federal policy was to build segregated, large, 
apartment complexes for the disabled. Now the policy Is to build small, segregated, complexes for the disabled and to 
subsidize rents in other houses. This is still not enough to meet the need. Remodeling housing and adaptive housing 
have not seriously been tried at all. New housing is still being built in massive numbers across the country with no 
regard at all to insuring adequate accessibility. Some attempts have been made in a few states to put this into the 
building codes, but where it Is the law« the implementation has become a major battle-ground for the right of disabled 
people to equal participation in the community, with the implementation battle being based on money or the lack of it. 
The reactionaries or those people who feel that costs should be considered before the equal rights and civil rights of 
other people, are using transportation as a current Issue to stop any further rights and benefits to the disabled. They 
argue that it Is cheaper to have transportation door-to-door rather than make long-term commitments of accessible 
mass transportation, i.e. heavy rail, subway, light rail. A great deal of effort by organizations of disabled persons has 
gone Into the area of mass transportation since It is considered a major component of disabled mobility and integra- 
tion throughout the community. 

After ten years, have equal rights been obtained? My answer would be not yet! Equal rights are still an ideal and a 
goal and by no means have they been obtained. Some mechanisms for equal rights do exist under the law, but in terms 
of the community, in terms of day to day living, equal rights are still an abstract concept and an ideal still to be achiev- 
ed. This Is not to say that there are not some disabled people who are living better through the efforts of the last 
decade. There are many disabled people who have gotten a better education, more work, and a better place to live. But 
when these people are compared to the total population of disabled people, it is negligible. The results of the last ten 
years has developed a new elite class of disabled people^ those who know how to work the system and benefit from ex- 
isting opportunities. The vast number of disabled people have really not had their living conditions and opportunities 
changed* This can best be illustrated through the existence of a majority of disabled people still living below the pover- 
ty level, and usually on a bare subsistence income* The basic subsistence allowance that was given to disabled people in 
the *70's has not even kept pace with inflation. This lack of a cost of living increase must be seen as a direct action by 
the government - state and federal - to reduce the amount of economic subsidization to disabled people. People are 
now living on much less than they were a decade ago. The forced dependency and the human misery that this is caus- 
ing, in many ways offsets a great deal of the gains and, in my mind, this more than anything else illustrates the illu- 
sionary nattif^ and the elite status of integration that has been won for some disabled people. 

The organizing of the disabled has increased over the decade and the organizations have increased in numbers, but 
theyVe reached a plateau and are not sizeably Increasing on a yearly basis* Their leadership is often the same people 
with the positions being rotated among the same old people year after year. The coalitions are not really any stronger. 
The distrust and the cliques are still operating. Many of the good people have left these organizations disillusioned and 
burned out. Very few, if any, people are coming In and even they fall prey to the same errors that have historically 
characterized these organizations because they have not yet been able to change the direction and nature of the 
organized activities. They often have no vision of where to go next and In what direction to make meaningful changes* 
They do not have "good politics". 

In the area of direct services, the attempt to provide new and progressive services to the disabled is best characteriz- 
ed through what Is called "the Independent living movement". Roughly, In the early 1970's there was an attempt to 
provide direct services to disabled people that were essentially run and.decided by disabled people* These independent 
living centers provided not only direct services* but advocacy in the community and relied upon a great deal of 
volunteer effort* Over the years they gradually grew larger in order to meet the gaps in services for disabled people in 
the community* In growing larger they started changing the nature of what they were - how they provided the services 
and who they hired* They found money outside the community in order to support their continuing existence, and 
developed projects that were not always directly related to the community* Even though these independent living 
centers were phenomenal In providing more Independent services to disabled people, it was very difficult to find or 
receive money to either maintain existing services or to start new ones* Increasingly, efforts were turned towards 
government agencies and the government itself to provide money to support the development of new centers* The Idea 
being that the end Justifies the means» md the possiblity of co-optation* What Is happening to the centers today is 
similar to the problems with legislation for equal rights, in that laws were passed and implementation attempted 




before the CQmmunity was ready. The independent living centers are rapidly finding that as they are trying to be 
developed in new places, there are not enough disabled people with political experience in community services in order 
to develop the centers or maintain strong innuence and control by disabled people. 

Often the inexperience of disabled people in running large-icale organizations has led to competing factions in the 
centers and internal troubles. This is not unHke any other new enterprise, but certainly the lack of proper preparation 
of a community for the equal participation of disabled people has led to many problems in the development of new 
centers. In addition* the extensive use of government money has taken the control away from the community and 
from the disabled and given it to people who are not disabled and not at the community level to decide where the 
center should be and how it should be operated, This has led to a decrease in the involvment of disabled people in 
decision-making over an independent living center's services and an increasinf trend toward professionalism and non- 
disabled control In the development of these services. 

The development of professionalism in the delivery of services in an independent living center is characterized by 
hiring people who have qualifications and prior experience in social service delivery fields as opposed to hiring disabl- 
ed people with life experience and sensitivity in relating to the needs of other disabled people. The professional orien- 
tation leads to more non-disabled people being hired based on qualifications rather than a disabled person being hired 
based on qualifications rather than a disabled person being hired based on the value of peer relationships. The profes- 
sionalization is also characterized by Increased bureaucratic rules and procedures for giving services, and also by a 
narrow, specialized ability to serve. Another manifestation is the limiting of services to specific categories and groups. 
In those organizations controlled by the disabled and who have hired the disabled to provide services, professionaliza- 
tlon of those services is increasing due to a desire to specialize* For example - a particular service such as financial 
benefits counseling - the staff person will become very familiar with rules, regulations and procedures of the various 
governmental agencies and become the conduit for the disabled client to undrstand and work within the system. The 
problems of the disabled client that exist becauie of the system and its rules and procedures cannot be dealt with 
because the service provider knows the rules and how to use themt but is not able to deal with a problem that is 
ba&icaily caused by the rules and regulations that exist in the agency. The disabled specialist in some of the indepen- 
dent living centers are becoming an interface for the existing service system. As such, they become part of that system. 

The access of disabled people to community services has improved in various urban cities through the efforts of ad- 
vocacy groups and independent living programs, where they exist. Community service agencies are more aware in those 
areas. There are restaurants, city hallss theaters, etc., becoming accessible for the physically disabled. Attempts to 
open up the city recreation or leisure programs are being somewhat successfuL But in those cities where advocacy does 
not exist and there are no independent living programs, the cities are pretty much going along as they always have, with 
very minor if any, changes to accommodate the needs of the disabled. The same laws that a; e being used successfully in 
some major cities are still unenforced in others. These laws are not enforced where disabled people are not actively 
trying to enforce them. 

Even with the attempts of independent living programs and other advocacy organizations to provide better services 
and a more equal opportunity to participate in the community, all disability groups have not been reached equally* 
The physically disabled have been primarily the main recipients of the activities of many vocal disabled organlzationi 
In the last decade, the deaf and blind have trailed in the receiving of benefits. The advocates for the mentally retarded 
have pursued their own directions In many ways, though at certain significant times all disabled groups have come 
together to take a stand and successfully fight off attempts to rescind existing protection and hard-won rights. Often 
this uniting for a common cause is diffused, weak and more of a "knee-jerk" reaction to a severe attack on existing 
services or legal rights. 

Only in the urban areas can we point to any changes of significance over the last decade. The rural areas of our 
country are still without any noticeable change in attitude, programs, access or barrier removal for any disability 
group. The ethnic minorities of this country have been, by and large, Ignored and secondary recipients of any benefit 
of or activities of the disabled movement in the last decade. This Is due to the essentially white, middle class nature of 
the disabled movement in this country which has goals and values that are first in their own interests and secondarily, 
in a filtering down process, for the ethnic minority and poor white population. 

The summation of where we are now after ten years of attempting to Integrate the disabled in this country is that 
there has not been any significant change in the basic community attitude or perception of disabled people* There has 
been no major change In the delivery of services to disabled people by existing community service agencies. There has 
been little or no enforcement of any of the legal rights that have been won by disabled people In the last decade. 

It would be unfair to state that there has been nothing worthwhile at a societal level from this decade of diiabled ac- 
tivity* Yet the gains that can be pointed to are few and are primarily for a handful of disabled people as compared to 
the vast numbers that exist in our country. It would not be unfair to make comparisons between the black and disabled 
movements. In that the conditions of most black people in this country have not greatly changed and In many cases 
have worsened in the past 10 to 15 years. There have been attitudinal changes and involvement of black people in sec-* 
tions of society life where before they had not been. Like the blacks, the diiabled have made strides In being seen in the 
community where before, they were not- in becoming employed in industry where before they were not; going to 



school where before they were not; and living in community neighborhoods where before they could not; going to 
restaurants where before they could not; and winning political rights where before they did not exist. 

Changes have been made and can be seen as for the benefit of disabled people in general. But I believe that it is hard 
to announce these gains as overwhelming victories when so many disabled people in this country still live at or below a 
poverty existence. So many disabled people are still without basic supportive devices, many elderly physically disabled 
are still confined to institutions, many mentally disabled are left to wander the streets and sleep under bridges. The 
mentalUy retarded are still sheltered and protected and not given the escape of drugs because of the attitude of the 
community. This and more makes it difficult to say this past decade has been overwhelming in its changes for the 
better. 

What L^ons Are To Be Leartied From Our Eiipertencei Here In Tbe Last 10 Years 
Is integration the correct way to obtain the equal participation of disabled people in the community? The basic 
feeling behind this is one of forcing change since the historical development of the community isolated or segregated 
the disabled. There seems to be a feeling in the concept of integration of demanding from the community what they 
are not ready to give. 

It seems that when we try to make demands on the community that at best a surface level of compliance with in- 
tegration can be expected. Though an adequate number of years has not passed either for the disabled movement or 
the black movement* In those communities where attempts at integration through legal mandate have been enforced, 
it has been proven that some gains can be achieved. 

Would it not be more preferable to develop the community's awareness of the value of all human beings, or the 
richness of sensitivity to all human beings, of the basic fragility of the human body in day-to-day living, so that 
disability is not looked at as something outside of normal human experience, to be kept out, isolated, feared, but in^ 
stead as a part of living, a normal progression of human existence. 

It must be remembered that the community and its values and policies are shaped and moved by the social and 
economic forces of the environment. Therefore, if the social and economic forces can be manipulated or directed to 
the point that integration becomes the norm, then what we will find is disabled people participating fully because in- 
tegration already is a part of the commuriity*s values and structure. 

Attitudes 

It seems that changing the community*! attitudes toward the disabled is of prime importance if there is to be any 
effective change. Attitudes are not something that exist alone, they come from people's feelings, from people's daily 
lives and experiences; from feelings of insecurity and fears that are generated by competition, by a desire for in- 
dividual salvation; by lack of empioyment; by fears of being abandonded because the family structure no longer is 
concerned about the elderly or the disabled. It Is possible to get people to look at their stereotypes, prejudices and 
fears, to recognize where those fears and prejudices come from and attempt to reject them. Therefore it is ncessary to 
educate people about where their attitudes come from - from daily life experiences, from parents and customs. It is 
necessary to educate the disabled also about the prejudices and stereotypes of non-disabled people so that disabled 
people won't feel that the discomfort and uneasiness they feel is coming from themselves, but will see it as the inequali= 
ty and basic discriminations of those in their immediate environment. Disabled people also have prejudices and 
stereotypes about other disabled people and these attitudes must also be rejected. 

Non-disabled people need to appreciate disabled people for their strengths, for the wisdom they have learned from 
their experiences, without stereotyping that wisdom and strength. 

The attitude of professional service providers have a lot In common with the basic attitudes of the communly, These 
professionals are often more difficult to change in their attitudes and perceptions of disabled people than others in the 
community. This difficulty comes about through egotism on the part of the professional who feels s/he has learned the 
correct approaches and correct solutions and therefore feel they have an understanding of the problems of the disabl- 
ed and know what to do about them. They also have the fear that the ability to solve the problems of the disabied 
could be handled by non-professionally trained individuals. Thus, the professionals would not be able to support their 
right to a highly paid position. We have found that service providers are quick to point out the lack of training, lack of 
expertise or qualifications, the lack of rlgoroui, logical delivery of services done by non-professionals. These at- 
titudes have undermined the attempt of disabled people and non-profesilonally trained community people to try 
and serve their own needs, This opposition Is causing more problems as opposed to unifying and finding common solu- 
tions to complex problems, 

Problems 

We are led to the fact that often the problems of disabled people are mystified by professionals who intellectualize, 
analyze or compartmentalize the various aspects and problems of disabled people. This mystification means that only 
the correct language developed by professionals can define the problems of disabled people, only the methods used by 
professionasl analysts can be used to determine where the problems come from; only the models developed by profes- 
sionals can provide a solution and only profesiionals are qualified and capable of implementing solutions. This ii why the 
involvement in direct services of disabled people, based upon their experiences as disabled people who have learned 




positive lalf-value and how to be indtpf ndent and a participant in the communityi undermines the status of pfofes- 
sionals and their hold ovtr services to disabled people. 

Not aU proftssionals tngagt in the mystification of disabiUty and it's problems. Not all pfofessionals look upon 
diiabled people with hositility and fear. Many non-disabled professionals have become friends, and seek a unity In the 
developing of new ways and teghniquts to help the diiabled lead better lives. The fact that there are professionals who 
do not support the paternalism of many service agencies, leads to a feeling of hope. 

In this country (USA) competition and individualism are two of the most important forces motivating people. Com- 
petition - to get more materially, to succeed at expense of someone else, to strive to become the best and to win. These 
attitudes are looked upon favorably in this country. Individualism - meaning to succeed by yourself, to gain materially 
by yourself and for yourself. To be leparate from other individuals for to share with them would lessen your com» 
petitive ability. To seek salvation by yourself because to seek salvation with others is not a victory. 

These two forces keep all people in the society isolated from each other and especially keep disabled people from 
other disabled people and also from non-disabled people in the community. Competition and individualism supports 
and promotes the worst aspects of professionalism in service providers. Problem solving for the disabled can best be 
accomplished through cooperative efforts - disabled and non-disabled together, with a feeling of responsibility by an 
individual to better the lives of others in the community. A better life for all people, including the disabled should 
be the concern and responsibility of every member of the community, and not just the service providers. This kind of 
cooperative and responsible commitment by people of the community can only lead to a better life for disabled and 
non-disabled people in the community. It must be remembered that all people are becoming disabied in their lives, 
naturally. Support and care and sensitivity to each other in the community can only lead to a fuller and better life for 
all members of the community. 

How Might We Beglo Makini Lift Better For Disabled People In The Community 

I think it might be good to start with a premiiei **what kind of community should people live in?'' This brings back 
two statements that have already been made about attitudes, cooperation, respect and lensitivity of people. It certain- 
ly seems true that competition and individualism do nothing to promote these qualities in people and in a community 
and so must be taken into consideration when efforts are made to develop a better life for disabled people. In a com- 
munity, what is the prevailing value that is shared in developing life in that community? Is it one of cooperation and 
sensitivity or is it one of competition at the expense of other people? 

In the provision of services and in working with people^ it is necessary, for want of a better expression, to **get in 
touch" with humanness. It isn't good enough to provide lervicei becauie of a moral commitment or an ideal of what 
you hope to accomplish in the community. Services are best provided through a recognition of the value of another 
human being, no matter how different^ no matter how poor or lacking in education. These are not values that deter- 
mine the worth of an individual to receive services. This is also why we sometimes encourage the use of disabled peo- 
ple to provide services to other disabled people because the suffering that a disabled person has gone through, the 
discrimination and oppression, can make it possible for them to get in touch with their own humanity and the 
humanity of other people. They can relate to other disabled people through a sense of shared humanity. It is also im- 
portant to note that It is not the quantity of services provided or the number of disabled people made productive or In- 
dependent that is Important, but the quality of the relationship between the provider and the receiver of services. 

Productivity, numbers, statistics often get in the way of sensitivity and respect of another human being and lead to 
the qualitative failure of many programs. It is Important in heginning a program to start small with personal commit- 
ment, personal involvement, sensitivity and the ability to rfeia; a human way. If at first the change agency or leader 
is a person from outside the community, it Is Important to immediately find people from the community who are 
leaders and who can conceptualize what it is that you want to share with them that would better their lives and the 
lives of others in the community. It Is important in teaching to, and learning from these new leaders and providers of 
services to the community, not only the theory of what is pc sible In that community and methods, but also to prac- 
tice them in day-to-day experience. When the people will not accept what you teach and practice and if they find it 
foreign to their lives, then it must be modified. That is the practical day-to-day, person-to-person, experience that will 
tell you if what you do is correct. It is necessary to be open to the community's criticism, complaints, or desires. The 
correctness and purity of theory is never an excuse to oppress a community with a program and services they do not 
want. 

One of the most difficult things to guarantee in the development of new programs and services Is that people will be 
able to maintain their personal independent freedom to make choices for themselves. It is this area that the problem 
of **the end justifies the means" occurs and Interferes with true community involvement. When we believe the model is 
correct and is beneficial to most people, we often try to educate the people as to why these models are good for them, 
why they should operate services in such a manner and why the best thing they could do is to develop these new pro- 
gram. Often we forget that what Is correct for the teachers came about through the struggle of trying to find the cor- 
rect way to provide services, what mistakes did we make, and how we best analyze them. It was this process which 
brought about our understanding. Maybe it is not always in the best Interest to give them the end product of other peo- 
ple*! itruggles and mistakes. Maybe we need to consider that it is better for people If we help them to learn their own 
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solutions, to make thfir own mistakes, to be there only as g resource and to give encouragement when necessary, as 
opposed to having the answer and being the teacher to the solution for their community. We should reyognize that 
change will always happen in a community, and even If it is not always for the betterment of all people, it will hap- 
pen. Maybe recognition of this will eventually lead to the non^oppressive development of services in the community 
and not the models of a few people have succeeded in developing, and in imposing upon others who*ve learned that 
particular answer through their own struggles and life experiences. 

I would like to close this part of the paper with an excerpt from a paper by David Werner, titled '*Health Care and 
Human Dignity*' (1976). He makes eleven points on developing services in a rural area that 1 have modified to be 
relevant for services to disabled persons, but I think they're still appropriate to anyone attempting the development of 
a better life for disabled people. 

1. DecentralizatioD, This means relative autonomy at every level. Advice and coordination from the top* Plan- 
ning and lelf-direction from the bottom. 

2. Griattr self-sufficiiacy at ttat community leveL This is, of course, implicit in decentralization. The more a 
community itself can carry the weight of its own service activities, both in cost and personnel, the less paralyzed 
it will be by breakdowns in communication or financial support from a parent agency, 

3. OpeD^nded pluning. For all the talk about disabled input in policy making, too often a program's objectives 
and plans have been meticulously formulated long before the recipient communities have been consulted. If the 
people's felt needs are truly to be taken into account, program plans must be open-ended and flexible. It is 
essential that direct service workers and representatives from the community - not just top officials - attend and 
actively participate in policy planning and policy changing sessions. 

4. Allowance for vtriadoD aod growttat If a program is to evolve, alternatives must be tried and compared. 
Substantial arrangements for conceiving and testing new approaches, methods and points of view should be built 
Into the ongoing program* Also private or nongovernment projects should be observed and learned from, not 
forced to conform or stamped out. 

5. Planned obsol^enee of outside input* If a self-sufficiency at the community level is indeed to be considered a 
goal, it Is advisable that a cut-off date for external help be set from the first. All input of funds, materials and per- 
sonnel should be conscientiously directed toward reaching the eafllest possible date when such assistance is no 
longer needed. Thus the outsider's or agent-of'Change*s first job, should be to teach local persons to take his 
place and, in so doing, make himself dispensable. Outiide funding, likewise, should not underwrite ongoing ac- 
tivity, but should be In the form of *seed* money or loans to help launch undertakings which will subsequently 
carry their own ongoing costs. It should be noted that the need for initial seed money sufficient to illustrate the 
potential of the activity is necessary in programs for the disabled. That often a community that has never ex- 
perienced services for the disabled will be less likely to Initiate such activities since they have no concept of what 
you're talking about until they see it in action and how it will affect their lives. 

6. Diprofessloiializatlon and delnstitutloasilzation* We have to get away from the idea that services to the 
disabled and Integration into the community Is something to be delivered or to be arrived at. Primarily, it 
should not be delivered, but encouraged. Obviously, there are some aspects of disability such as the medical sup- 
port system, which will always require professional help - but these could be far fewer than is usually suppos- 
ed. Most of the service needs of disabled people could be handled better by informed people in their own homes 
and in a supportive community working together. Disabled services will only become truly equitable to the extent 
that there is less dependency on professional or institutionalized help and more mutual self-care. This means 
more training, involvement and responsibility for and by the people themselves. It should include continuing 
education opportunities for the people of the community which reinforce their staying In and serving their com- 
munities. 

7. More basic information about dlsablliti^ and how to be Independent. For a long time, only medical doctors 
and the service professionals around disability had the Information about the complexities of disability health 
care - what to expect when you got sick, what to do about it, where to get direct services in the community, etc. 
This holding on of information by these profesiionals has kept .disabled people from being able to do very 
rudimentary self-care and cooperative service providing. It is necessary to open up this information to all people 
in the community and actively teach people about their own bodies, illneises, and disability, so they are better 
informed on how to take care of themselves. This Is better than waiting until they*re sick to see a doctor, then not 
knowing what was done to them afterwards, or having to go through an information broker In order to receive 
support services in the community. 

8. More feedback between servlet prof^ionali and conftmunlty services provldii^. When disabled services pre- 
viders refer an individual to a servlcti profesiionaU that professional should always feedback to the community 
service worker, explaining In full clear detail and simple language about the case. This can and should be an Im- 
portant part of the service provider*! and the professlonal'i continuing education. 

Earilir oriintation of itrvici prof^lODalg* From the very beginning of their training, service professionals 




should be involved in their community, its problems, its eKperiences and its joys, and be encouraged to learn 
from experienced disabled people and service providers, who are disabled themselves, in the comniunity. 
10. Grt stir apprtciaUoD and r^pf ct for diiabltd ptople, thtir skilli, their intelligence, their potentia! and their 
unique experience and attitude as a result of being diiabled. Disabled people and especially disabled service 
providers are often treated like children or amateurs by their more highly educated trainers and supervisors, This 
is a great mistake. People with little formal education often have their own special insight, skills and powers of 
observation which Intellectuals have never acquired and therefore fail to perceive. If this ianate knowledge and skill is ap- 
preciated, and integrated into the disabled service process, this will not only make it more truly community 
oriented and viable, but will help preserve the individual strengths and dignity of the service provider and disabU 
ed people. I cannot emphasize enough how important it is that professional service planners, Instructors, super- 
visors and trainers be **tuned in" to the capabilities and special strengths of the people they work with. 
IL That the directors and the key pe^onnel who are service provldere In a program be people who are human. (1 
have not modified or changed this story by David Werner because I felt the essence of the example is easily 
understood. The principle here transcends the subject^ 'This Is the last, most subjective and perhaps most impor- 
tant point I want to make. Let me illustrate it with an example: 

In Costa Rica there is a rcfional program of rural health care under the auspices of the Health Ministry which 
differs in important ways from the rural health system in the country as a whole. It has enthusiastic community 
participation and a remarkable impact on overall health. It may well have the lowest incidence of child and 
maternal mortality in rural Latin America. Its director is a pediatrician and a poet, as well as one of the warmest 
and hardest-working people I have met. The day I accompanied him on his trip to a half-dozen village health 
posts we didn*t even stop for lunch, because he was so eager to get to the last post before night fell. He assumed I 
was just as eager. And I was; his enthusiasm was that contagious! 

I will never forget our arrival at one of the posts. It was the day of an *under-fives' clinic, Mothers and pa- 
tients were gathered on the porch of the modest buildlnf. As we approached, the doctor began to introduce me, 
explaining that I worked with rural health in Mexico and was the author of *Dond€ No Hay Doctor, Frantically, 
I looked this way and that for the health worker or nurse to whom I was introduced. As persons began to move 
forward to greet me, I suddenly realized he was introducing me to all the people, as he would to his own family. 
Obviously he cared for the villagers, respected them, and felt on the same level with them. 

This, I must confess, was a new experience for me. I was used to being marched past the waiting lines of pa- 
tients and being introduced to the health worker, who was instructed to show me around and answer my ques- 
tions, while the patient, whose consultation we had interrupted, silently waited. 

**Thls man is an exception!'* I thought to myself. In our visits throughout Latin America, we found almost In- 
variably that the truly outstanding programs have at least one or two key people who are exceptional human be- 
ings. These people attract others like themselves. And the genuine concern of people for people, of joy in doing a 
job well, of a sense of service, and the sharing of knowledge permeates the entire program clear down to the 
village worker and members of the community itself. 
People are what make health care work. 

Transiaied from the Spanish, Whm Thm Is No Physkian> David Werner, 1976, 
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Excerpts of Reviews and Comments 



The following are excerpts of reviews, comments and questions raised by the Switzer Fellows. These are presented 
to further stimulate thinking as well as action as it relates to the content of the fourth chapter by Bruce M Curtb, 

"There are advantages aa well as diiadvantages In tracing the actions of disabled people to achieve greater integration 
within society from the perspective of one group and one strata (whitCs middle-class) within one sodity (contemporary 
U.S.A.) ai Mr. Curtis has done. The advantage lies in the genuineness and reality of the experience reported; the 
disadvantage relates to assessing whether or not the experience represents a sufficient basis for understanding or 
generalization. 

Mr. Curtis recognizes that it was only as new medical techniques and improved support services reached large 
numbers of disabled people that it became possible for people who found themselves to be medically stable to assess 
what to do with their lives. Does this mean that basic services are a necessary prerequisite to the participation of 
disabled people in societal life? If so, most of the disabled people in the world will not achieve that goal in their 
lifetimes* He draws attention to the ignorance about disability among large groupi of key people-social workers^ 
employers, community planners, administrators. He notes the isolation and poverty fostered by current practices and 
conditions upon the lives of disabled people and he considers that only a small elite have succeeded in breaking free of 
these debilitating realities. Is this not an injunction to society to regard the problems of disabled people as societal 
rather than individual? At the sam& time, does not this position mean that the solution requires active participation of 
everyone in society to become concernedt to become better informed and to take positive action? 

Another intriguing issue raised by this analyiis is whether involvement of the family is covertly a means to keep 
disabled people forever dependent and to limit the extent of governmental and social obligation^ particularly flnan^ 
cially^ as a result. Strengthening of family and community capabilities to deal more effectively with disability has been 
at the core of recent international action strategies. I would find a further discussion of this point to be illuminating.'' 
«SQsaii Hammermaii 

"The excellent paper by Bruce Curtis carries extra weight becauie of his own experience as a disabled person deeply 
involved in leadership roles in organizations of and for the disabled. While he has written only about situations in the 
United States, the majority of his points would be true in varying degrees in most countries. For examplei the pro- 
blems of* 

'attitudes toward the disabled which force dependency, 

'acceptance in locialp educational and employment lituations, isolation, 

♦architectural barriers, 

'untrained^ unknowledgeable persons working with the disabled, 

*the inexperience of the disabled in running organizations and/or programs, 

♦disagreements among disabled individuals^ among groups of disabled, and among groups representing 
persons with various disabilities, 
•jobs J 

♦forced integration placing demands which communities are not ready to accept, 

♦greater progress in service to the disabled in urban than in rural areas. 
However, Mr* Curtis* 40 or more points do not apply equally well in all developed nations. The balance is tipped in 
a number of ways as the richer countries have worked out solutions or have found ways of avoiding the problems* 
What is or is not done for the handicapped is strongly related in these countries to what is offered and demanded of 
all the citizens. 

Most international studies consider only the condition of the handicapped person without looking at the community 
in which he lives. There is not automatic relevance of solutions from one country to another* 

In developing nations the problemi are multiplied to Infinity* Huge percentages of populations have health pro* 
blems, minimal or no education, minimal or no governmental assistance for clean water, housing, sewage or roads* 
The lives of the disabled are tragic and beyond belief, but the lives of the non-handicapped may be little better.** 
-^egDDe R. Kenmori, Ph«D« 

**The reader of this -action paper' ii left with a strong sense and feeling of the leparation, hopelesiness and isola* 
tion that has been and is experienced by persons with diiabilities* In the paper, the author focuses primarily on 
physical disabilities and has not broadened the paper to include those with mental, emotional and developmental 
disabilities* 
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In the context of *full integration of disabled personsS it would be valuable, however, to include more specific ex^ 
amples throughout the paper of solutions to the problems highlighted. The author gives a general picture of critical 
conctrns and issues over the past 10 years, including equal rights, housing, transportation, educationi attitudes, direct 
services and indipindent living* One is left, however with the desire to have details that make a stronger case for the 
situation presented. For example, what is meant by 'integration (has) still led to only a few elite people getting employ- 
ment?' What has been accomplished, who are the elite, and what suggestions are there for ways others can get employ- 
ment? What is the responsibility of this *new elite class of disabled people?* 

Overall, the paper is perceptive and insightful and addresses some of the most basic and practical issues facing the 
disabled population/' 
^-Mercedist M. Miller 

"If the ultimate goal of our efforts is the integration of disabled persons as full and equal participants in the life of 
the communitys and the integration of disability prevention efforts in community health education and health care 
programs, non-rehabilitation government and private agencies indeed, all organizations in the community must play a 
role. In a social and a practical sense, it is not the individual disabled person who needs rehabilitating, but rather it is 
society that needs rehabilitating. If the vast numbers of children, youth and adults, men and women with physical and 
mental impairments in the developing countries of the world are to even survive, let alone be reached by standard com- 
munity services, more actors than rehabilitation professionals must become involved.-* 
--Robert B. Ransom 

"The paper is concerned with the dynamics of power within primary consumer movements. The author's descrip- 
tion of the experience that groups of physically disabled people have encountered suggests that membership of 
primary consumer groups experience organizational behaviors not unlike any other voluntary organization. Leader- 
ship, elitism and other problems common to human organizations emerge as the movement becomes established. Be- 
ing at the 'bottom of the ladder' and face with a common *enemy* does not, per se, act as a deterrent to typical inter- 
relationship problems. 

Elitism between disability groups is even more prevalent. Being identified with other groups who are perceived as 
deviant by society creates resentment. One principle of the normalization ideology is to avoid grouping of people with 
different disabilities (known as deviancy juxtaposition). The more constructive approach is to stream each person into 
normal settings* 

The author's claim that *there has not been any signficant change in the basic community attitude or perception of 
disabled people...' and little or no enforcement of any.. .legal rights...', could be questioned. It may not appear 
that there has been progress because of the newer expectations of disabled people, 

Expectations among disability movements tend to rise faster than changes that occur. Frequently, different 
baselines are used to measure progress. This can result in proving positive or negative results around the same issue," 
--G« AllaD Roaber, Ph.D. 

* 'Equality is an abstraction, not only in the developed nations but also in the developing. Mr. Curtis discusses the 
ef forts of disabled people in the United States and the weaknesses of the present systems of service delivery and social 
integration. His findings, however, are pertinent to developing nations albeit they are overly idealistic and anit- 
professional. 

Is equality a myth? Can attitudes be changed, and how? If policy and direction is to come from the people concern- 
ed (i.e. the disabled population), what government will fund this freedom of movement and activity? Should govern- 
ment funds be diverted to disabled people on a programmed basis or should disabled people themselves seek their own 
funding as needed? Is there an overemphasis on professionalism and the 'mystique' of disability generated by profes- 
sionalism? 

Can varying disability groups find a common goal i acourage unity and unified actions within a society? Do com- 
mon goals further the cause of disability or do they u aage it? (An example which Mr. Curtis touches on is the issue 
of accessible transportation in the U,S., an issue which is of utmost concern to mobility-limited disabled people but of 
little concern to those with hidden and non-mobility disabilities.)" 
^^RobeH H. Raffner 

**An area in regard to Mr. Curtis' paper that I would like to comment on is that having to do with the relationship 
of non-disabled professionals, disabled professionals and consumers. It is clear that a partnership is called for. Disabl- 
ed persons must tune into the value of professionals as well as having a healthy criticism toward their "profes- 
sionalism". In other words, just as disabled persons are looking for professionals to tune in to the true needs of the 
disabled, the disabled must ^educate* non-disabled professionals in climate of trust. The adversary position is clearly 
counter-productive. 
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Mr. Curtis neglected to comment on how the Rehabilitation Act of '73 affected the lives of disabled people. In fact, 
he said almoit nothing uboiit the State-Federal program in Vocational Rehabilitation; which, as flawed as it is, has 
been instrumental in the training and employment of hundreds of thousands of disabled persons. Without this pro- 
gram, we would be back In the Stone Age with regard to independence of disabled persons," 
^-Diane Woods 



Summary of Recommendations 

The following is a brief summary of the recommendations and implications for action as developed by the Switger 
Fellows as it relates to the topic of the fourth chapter, (The recorder was Ms. Diane Woods) 
General StatemeDt 

Disabled people throughout the world should be allowed the opportunity to choose a lifestyle that is compatible 
with personal preference within the particular societal frame of reference, A system of rehabilitation services (and a 
governmental recognition of the need to provide special services to disabled people) is a prerequisite for the develop- 
ment of consumer involvement, 

Active involvement of disabled people in decisions about themselves is the necessary ingredient for integration. 
Although a system of service and adequate delivery of these services is needed in order to promote 'consumer in- 
volvement', there is a warning: too many 'benefits' can sometimei be as limiting as too few benefits with reipeet to 
consuiner aetlvisai and iDvolviment. 

The family is usually the key to the way a disabled person does or does not integrate into society. Services and pro- 
grams for the disabled should take Into consideration the family's cultural and social beliefs, attitudes and practices. 
This may dictate the way a person becomes "independent" or chooses "not to fit" Into a societal and familial context. 
However, a disabled person's options ihould be maidmized through the realistic systems of service delivery in 
rehabilitation. 

RecotnmeDdations for Training 

1 « Disabled activist and new rehabilitation projf^ionals iboiild seek and be able to obtain education and 
infomiation from an ''historieai piripectivg-' In rehabilitation and disability* Much has happened in 
the way of services that may be unknown to the new prof clonal as well as the newly disabied peraon« 

2 . Disabled people throughout the world need role models^ Training In taking charge of one's own life 

should be promoted by making disabled people in action more visible on Jobs, in sports^ In sehooISi 
and in various comnmnity aetivities. This can be done by active dliabled people and through media 
cooperadon« 

3 « The general public must receive information regarding the Gapablliti^ of disabled people through dally 

contact with disabled people and through the media. 

4 t There is a need for releyant translations of films and other training materials for use in developing 

countries (e,g, ''KIDS ON THE BLOCK'' Is a venr useful film in this regard), 

5 t Training opportunld^ for disabled people in prof^lonal areas related to disability and rehabilitation 
_ have to be e^cpanded and '*apprenticeships'' should be considered. 

6 t The need exists in training profe^lonals (including physicians) to give higher prfority to the social 

Implications of disability. The opportunity existe to carn^ this out in developing countries where the 
medical model may not be so firmly entrenchedt 

7 t There Is a need to stress the role of the disabled pe^on (and their family) as partners In all rehabilita* 

tion efforts. 
Research 

There is a need to evaluate and disseminate information regarding the impact of disabled people in the community 
based on different models of community involvement, 
Legislation and Rthabllitation Programming 

There is a need to Include research and re-education in attitudes toward the disabled in the development of new pro- 
gramming and current legislation in rehabilitation. 
Poli^ Development 

1 . It Is sugg^ted that the recommendations set forth in the Curtis paper based on David Werner's 

postulations be adopted as policy stateraente in "helping disabled people integrated in society*" 

2 , Leadership from disabied pei^ons should be developed and expanded throughout the world, 

3 • Disabled pei^ons should bt sought out to acdvely participate In the design, development and operation 

of rehabillation programs* 
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4 • Fsayites dmi^ bt mU? ^ tanPotYtd la ttt edB^ttonid pltoiOng ud m^iad tt^tof nt for tht Ir diiibU 

S . nt twmS^ ttvit's ibmitt sbonld te samii^ ud t^hiilqai^ dtvilopfd for snppoMag tfai ftimUsf la 
tacoof^^ tht difdopmnt M Mfp«idiim of the dteUtd tmdlf memtMr. 
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Chapter Five 
By Elizabeth Pan, Ph.D. 
and Barbara Duncan 

Disseminating Information 
For Rehabilitation 
Of Disabled Persons: 
An International Approach 

Summary Comments 

This paper is specially valuable for its inier^ive overview of the mechantirm which have currency in dissemination 
of rehabilitation irtformgtion. The prment situation is the product of unplanned evolution rather than systemic 
development and growth. In some three decddes, the flow of literature has changed from a trickle to a rushing torrent, 
with several thousand new t&ct books and other major items emerging annually; and an even greater flood of lesser 
publications (articles and papers) in non^profmsional publications^ and available in unpublished form. 

Paralleling this injormation "^plt^ion" Aas been the growth and mage of computer technology for storage and 
retrieval of this large and otherwise seemingly unmanageable quantity of subject matter, The computerized data bank- 
ing abo evolved in a rather laissez-faire fashion^ leading to the disarray and discontinuity of activity - as portrayed in 
the paper 

Attempt to bring order out of chaos has not, as thb paper revealSt been successful The low utilization, high unit 
cost, and constrained funding has confounded flnding solutions. 

Fortunately^ new or improved solutions are emerging. One example is the use of what has been called 
'-Informatics" (new terminology and "bum" words are comtantly appearing). Thk combines the technology of 
telecommunications with computers, in order to permit "dialoguing- - around problem issues between various dispers- 
ed sources of information and knowledge. These systems depend on exiting information sources, and don't require 
central physical consolidation of information banks and other sourcm of knowledge. This method could also side- 
step the "territorial'* problems of agen^ Jurisdictions. 

From the international perspective, it is msenttal to recognize that the information needs of the consumer/service 
provider are deferent In Western countrl^from those of developing nations (but not so different in the research and 
potl^ development areas), 
Conttfttte bf G* AUu RMhfr 
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A comprehensive review of the literature on information dissemination in rehabilitation by Senkevitch and Roth 
(forthcoming chapier in the Annual Review of Rehabilitation) identified about lO) relevant citations, 84 perceni of 
which were published after 1970. Of this number, 19 can be considered descriptions of specific programs, 22 are direc- 
tories or guides to sources of information, and the rest are elucidations on what the problems really are, why we have 
the problemst and what we should do about them. What passes as research are either planning studies for establishing 
ipecific programs or surveys of existing programs, About half of the publications cited by the review were written by 
15 authors. These numbers indicate that relatively few professionals are actively engaged in information dissemination 
problems in rehabilitation, and most of the literature on the subject is published in the last decade. 

The purpose of this paper is to describe the state-of-ihe-an of how information is currently disseminated to the 
rehabilitation community , and provide a framework for assessing where we are as a basis for developing guidelines for 
the 1980'S. For purposes of discussion in this paper, the rehabilitation community is divided into two caicgories: 

* Providers of rehabilitation services including professionalsi volunteers, administrators and policy - ^rs, resear^ 
chars and educators 

* Disabled individuals who need these services^ their families, and the general public 
Within each category, we will describe: 

^ Who they are 

* What their Information needs are 

* How information is now disseminated to them and the technologies that are used in the delivery mechanisms 
Finally, we will discuss the international aspects of the problem, 



professionals and those who work as volunteers. 

Almost every author writing about Information dissemination in rehabilitation observes the multidisciplinary 
nature of the neld. Rehabilitation professionals include medical personnel, physical and occupational therapists, 
counselors, lawyers, architects, librarians, psychologists in short, all those people who directly provide the services 
needed by disabled persons and their families. Rehabilitation professionals also include those who work to support the 
service delivery system — the program administrators and policy makers, the researchers and educators. In the U.S., 
there is a growing trend for disabled individuals to provide some of these services themselves. The growing number of 
disabled persons involved in the service delivery system requires that information provided to service providers must 
be in alternate forms. Thus, print materials should also be available in audio form, films should be captioned, 
meetings should provide for interpreters, etc= 

Rehabilitation service providers need two kinds of work-related information: internal, or information about the 
organizations they work for, and external, or information about other programs, pertinent research, and innovative 
practices. Employers have the primary responsibility for disseminating internal information while the government and 
other national and International organizations supply external information in the interest of improving the overall ser- 
vice delivery system. The external information needs of rehabilitation service providers differ depending upon the 
kind of work they do. In discussing their information needs, therefore, we will speak of three subgroups of rehabilita- 
tion professionals: 1) direct service providers, 2) administrators and policy makers, and 3) researchers and educators. 

We know a lot more about the Information needs and preferences of counselors than we do about any other type of 
rehabilitation service providers. Counselors have expessed a need for: (Pan, Senkevitch and Fern, 1975) 

* Talephone referral service to direct elienta to available local and national resourcei 

* Technical assistance from e%perts 

^ A catalog of non^print resources such as films* slides, tapes 

* Authoritative and reliable evaluation of devices and equipment 

* Worksbops on innovative approaches and procedures 

* Multi-inedia ''how to do iV kits 

The above list reveals a strong preference for non-print sources of information, e.g,, a catalog of slides and films, 
and on interpreted information, e.g., evaluation of devices. While it is an exaggeration to say that counselors don't 
like to read, it is probably safe to say that they have very little time to go through lengthy research reports and prefer 
to have research findings selected, synthesized and interpreted for them, either in multi-media forms or by using ex- 
pert consultants. 

As we mentioned earlier, we know very little about the Information needs of direct service providers other than 
counselors. What kinds of rehabilitation related Information do doctors, as one example, need? How do they current- 
ly identify and obtain the Information they need? With what results? We have not done any systematic studies that 
could answer these questions and yet, this is a critical aspect of information dissemination in rehabilitation. Doctors 
making decisions on treatment and drugs need to take Into consideration the vocational and other implications of their 
dedsions, AH too often, these Implications are not considered because we have not succeeded in conveying this type of 
information to them. Although we do not know for sure how doctors now obtain rehabiritation related information, it 
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would be a reasonable guess to say that ihey attend professional coiiferances, read the journals in their specialization, 
and consult their colleagues* It v^ould seem logical then to use these same mechanisms to disseminate rehabilitation 
related information. Doctors are only one type of rehabilitation professional which we must reach by using the infor- 
mation dissemination mechan m of their discipline. 

A small but influential subgroup within the category of rehabiiitation professionals Includes governmental or other 
decision makers within national^ regional or local governmental bodies whose responsibihiy is to desi|n and/or imple- 
ment legislation concerning the disabled population or to plan and allocate resources, services and programs for this 
population. The work-related information needs of this subgroup differ somewhat from direcl service providers' 
needs. In generali designers of legibl ation need basic knowledt* of rights and services required co enable disabled peo- 
ple to make the utmost of their abilities within their chosen communities, while program and service designers and 
planners require more detailed and pfofessionally evaluated information concerning the various concrete actions to be 
taken to implement the legislation or regulation. Where direct service providers are concerned about the "how-- of 
service provision, administrators and policy makers primarily need infomation for decision making: options and their 
costs and benefits. As a group, they have expressed the need for: (Muihard and Crocker, 1974; Pan, Senkevitch and 
Fern, 1975; Christy, et al, 1978) 

* Statistical data obtaioable by making a telphone call to a central resource 

* Confereiic^ on current development and new techniques 

* Summaries of restarch findinp 

* Acc^ to copl^ of research reportSt Journals, directoriei 

* Lists of txperti and centers of eKpertise 

Because administrators often need infomation for decision making, much of this information is of the internal type 
— information about the organization they work in. Their external information needs are typically about other pro- 
grams, innovative practices and sometimi % research flndings. 

Also a relatively small but influential group is the researchers and educators. Researchers and educators in 
rehabilitation are not essentially different from their counterparts in other disciplines: they are highly trained and 
typically Ph.D's; they often play the dual roles of research and education and they have relatively good access to for- 
mal information dissemination mechanisms. Rehabilitation researchers and educators have expressed a need for (Pan, 
Senkevitch, and Fern, 1975) 

* Liitlngs of available publications on specific lubjects with summaries 

* §tate-of^the-art papers 

* Access to copi^ of printed documents on request 

* Catalog of available audiovisual materials on rehabilitatton related subjects 
Di^emination Mechanisms 

Although the information needs of rehabilitation professionals differ, they use the same formal mechanisms for 
retrieving information. By formal mechanisms, we mean libraries, cleafinghouses, data bases, indexes, newsletters, 
catalogs, directories - anything constructed willfully, as distinguished from informal mechanisms such as calling a 
colleague, exchanges over lunch or coffee breaks, and the like. 

Formal mechanisms for disseminating information can be multi-disciplinary in scope, such as most libraries are, or 
they can cover a single discipline, as in Psychological Abstracts for psychology and Excerpta Medica for medicine. 
Until the 1950's, most formal information dissemination mechanisms were based on a single discipline. With the 
establishment of mission-oriented government programs, such as the National Space and Aeronautics Administration 
(NASA), multidiiciplinary Information dissemination mechanisms were created. The Defense Documentation Center 
(DDC), the Clearinghouse on Aging and the National Rehabilitation Information Center are all examples of formal 
mechanisms for disseminating Information that are multidisciplinary in scope. In any one of these mechanisms, infor- 
mation on such diverse subjects as management, physici, electronics* metallurgy, mathematics, etc, may be found. 

Formal dissemination mechanisms can also be classified by the technologies they use. There are printed mechanisms 
such as journals and newsletters* and tools for finding information such as indexes, catalogs, and directories. Non- 
print technologies are also used: films, videotapes, slides^ audio tapes, etc. As the volume of information handled in- 
creased, the need for inexpensive storage lead to the use of microforms. We can now purchase entire runs of certain 
newspapers and journals in microfllm and research reports on microfiche. Computers are increasingly used to store 
the bibliographic descriptions of printed and audiovisual documents as well as the data itself as in the census tapes. 
The future will see a greater merging of technologies as in the use of computers to store the contents of textbooks and 
even entire encyclopedias for printing as well as direct retrieval through terminals* 

Time and space do not permit us to describe each and every formal dissemination mechanism in rehabilitation in the 
U.S. and abroad. We have Instead provided a listing of examples In the appendices. A few observations of where we 
are in comparison to other flelds might be usefuL 

We can list the technologies used for information disiemination in general in the following order of sophistication: 

* Print technolo^ 

* Non^Print or andioviiual technolopf 
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* Microfonn technology 

* Cpmputen lued to store and rttriivi blbUograptalc d^eriptions with or without abitracts 

* Comphten UMd to store and reMive fnU texti 

* Compliters used to produce print and microfonn copl^ of full tfxt 

The technoiogies used in the formal diiiimination mechanisms in rehabilitation fall into all of the above categories 
except the last two. We are now using computers to store and ritrleve full text or to produce print and microfilm 
copies of full text in Helds other than rehabilitation^ 

The effectiveness of the mechanlims we develop for disseminating rehabilitation information depends not so much 
on the technologies we use but on the more basic tooli we have for developing these mechanisms. 
We cannot classify documents in a collection without a clasiification lyitem. Likewliet we cannot index documents 
without an indexing language that we can all agree with. Standard nomenclature is a m^or deficiency in rehabilitation 
and until such tools become available, dissemination mechanlims cannot function as effectively as they should. 

So far» we have discussed formal dissemination mechanisms that involve the transfer of documents and other types 
of information products. Another type of formal diisemlnation mechanlim Involves the transfer of people. 
Workshops, professional conferences and meetings fall into thi§ category. Exchange of personnel is another example* 
In some circun^stances, this type of formal mechanism can be much more effective than those mechanisms that 
transfer documents. They are also usually more expensive because they serve smaller numbers of people^ 

Even more important than these formal mechanisms are informal networks or what information scientists call *'in- 
visible colleges.'' Invisible colleges have no wallSp no hierarchy or organiiatlonal structure. Membership, ranging 
from a handful to a few hundred, centers around specific problems. Communication among members is frequently 
persona! and informal. Invisible colleges form and dissolve as problems are solved and ntw ones emerge. Because they 
are problem oriented, invisible colleges can cross disciplinary and geographic lines. 

A related mechanism for information diisemlnation among profesiionals in any field ii the gatekeeper. A 
gatekeeper is the person in a group whom everyone consults informally for assistance in problem formulation, referral 
to formal and informal sources of infonnation, and Interpretation of the data. A gatekeeper is usually not in a super- 
visory position and is perceived as a colleague. He or she typically spends more than the usual amount of time keeping 
abreast of what is happening within an organization, reading the literaturei attending professional conferences. In- 
terestingly, in spite of the time spent on information gathering, gatekeepers are often one of the most productive 
members of the organization. 

As effective as they are, informal mechanisms for disseminating information usually serve small numbers of people 
and are not known to others. Formal mechanisms are, therefore, neceisary to supplement informal ones, 

II. Disabled Penons, Their FamlUes, and the GeneniK Public 

A. Information Needs 

So far, we have discussed the information needs of rehabilitation professionals, and the formal and informal 
mechanisms we are using to disseminate information to them. Let us now look at the information needs of disabled in- 
dividuals, thdr famiUes, and Hiie general public. 

Let us take the general public first. Who is the public? The public consists of everyone who has an Impact on the^ 
lives of disabled people: the bus driyer, the storekeeper, the employeri the postman, you and me. It is also important 
to remember that the public also includes disabled people. 

What kinds of information about disabled people does the public need? The public does not need specific informa- 
tion about disabled people as much as it needs positive images about them. Positive images influence our perception of 
each other's humanity and our understanding of the commom thread that ties us together, disabled and able-^bodled 
alike. What we don't know, we don't understand, what we donU understand, we often fear. Fear breeds prejudice and 
builds barriers. Portrayals of disabled people which show them coping with every day situations help foster an 
understanding of human bonds. This understanding can lead to the acceptance of disabled people as human beings 
with the same survival needs as any human bdng. Acceptancei In turn, can open the doors that provide entree into the 
mainstream of life: a job, a family, a home. 

Lately^ there have been a number of movies and television shows which illustrate how the mass media can be used to 
make the general public aware of the abilities and limitations of disabled people. Films of this nature go a long way in 
presenting the public positive images about disabled people as well as conveying a remarkable amount of factual infor- 
mation about specific disabling cohditions, 

Itis obvious that pur most effective means of reaching the public are the mass media. It is equally obvious that the 
key to accessing the media are the people who work In the media. Th^ are the ones who should be the target of our 
dissenuhation efforts. ^ 

Let us now look at the dissemination of information to diiabled people and their families. Some people are disabled 
from birth; others are disabled by a traumatic injury or disease. There are disabled people living in rural areai, urban 
areas, and suburban areas, some work in midnitream Jobsi others In sheltered workshops^ most are unemployed. 
SiDme reside in institution others live with their families and a growing number live independently or in 

group homes. Some disable obtained the highest educational degreees, others have mental Umita- 



SS 



tions which may prevint thtm from attaining any degrgt. A large number of the disabled people in the world are il- 
literate. 

The point is that there Is no such thing as the disabled population as far as information dissemination is concerned. 
Whirt we live, whtthtf or not ws work and whiri, our educational background these are only a few of the variables 
which ditirmine what we need to know and how we get our information. 

The information needs of disabled people, unlike the other groups we have discuised, cover all life areas. They need 
to know about the nature of their disability and how to cope with the everyday problems of shelter, food* clothing, 
transportation, education, jobs, use of leisure timet medical care, making friends - in brief, all the things that human 
beings need. Disabled individuals need to know about devices that can partially reitore function and about services 
that can help them cope with their disabilitiei. Secondly, disabled people need information they can use to change 
the environment that further limits their ability to lead independent and productive lives. Because some disabilities 
limit the forms of information that can be received, alternate forms such as audio cassettes for those who are bllndp 
must be provided to ensure equal access to Infornriation. 
B. Dissemiiiatton Mechanlimi 

How do disabled people now obtain the information they ne^? As far as we can determine, there have not been any 
comprehensive studies on this subject in the U,S,, or abroad. In developed countries^ we may assume that disabled 
people obtain Information from the mass media - newspapers, radio, television, for more specific information about 
their own disability, they may obtain information from a service provider a doctor, nurse, therapist* or counselor 
or they may contact a consumer organwation such as United Cerebral Palsy Foundation, the Association of Retarded 
Citiiens and the like. But what about the millions of disabled people who live In reniote villages with inadequate roads, 
much less radio or television, who can*t read, and whose life styles have not changed substantially from generation to 
generation? Where we would disseminate a pamphlet on hygiene in the U.S,, we might Instead demonstrate such pro- 
cedures In a village. Where we would use television and movies in developed countries, we might use stories and plays 

instead. ... 

It Is apparent that we know and are doing a great deal more to disseminate information to rehabilitation profes- 
sionals than we are to disabled Individuals and their families. The formal mechanisms we have developed to 
disseminate Information to rehabilitation professionals have been designed primarily to support the service delivery 
system. There Is a subtle but Important difference between supporting the service delivery system and using it as a 
mechanism for disseminating Information to disabled people. By that we mean uiing the service delivery system to 
distribute Information products dev Aped for disabled people, preparing service providers to more effectively play 
the role of information brokers, arid generally enhancing the capability of the service delivery system as a dissemina- 
tion mechanism. 

III« Intimatioiial Information Exehangt 

Rehabilitation International began the examination of the problems of information dissemination in the early 
1970*s, sponsoring the first international meeting of experts on Communications in Rehabilitation in 1972 In the 
Federal Republic of Germany. Most recently. It has studied the problem together with University Centers for Interna- 
tional Rehabilitation In 1979 and this section of the paper Is a summary of the findings of the work of these two pro- 
jects and of the experience Rehabilitation International has gained during the past decade of direction of interna- 
tional Information services based in Heidelberg, New York, Mexico City and Stockholm. 
Why exehangt Information Internationally In this field? 

The working assumption is that some commonality of success or failure of a program or activity Is transferrable 
from nation to nation. Transfer can only take place with a sophisticated awareness of socio-economic and cultural 
frameworks or restrictions, but it can take place. 

Example: Most of legislation concerning barrier free design in European nations and In Asia is based in 

part on the 1961 ANSI standard and on Swedish developed norms. 
Examples Many countries have adopted or, subsequently, decided not to adopt the **Quota System" 

for employment of the disabled based on studies conducted In England, 
Example: In many countries, the knowledge of national surveys of incidence of disability have preclud- 
ed the necessity of expensive census taking or other basic research. 
Examples American models of independint living programs benefitted In the early 1970's from Scan- 
dinavian examples and are now, after substantial adaptation to the U.S. situation, being 
studied by Scandinavian consumer groups. 
What are tbe ipteial problinis of Intimatlonal Information exchange? 

Most information now being exehangt^ Js done so between countries using the same language. The exhorbitant 
costs of translation and the dilemma of chaosing what information to translate prior to certainty of Its value mitigate 
against frequent use of translation. 
The pronounced tendency internationally Is for information exchange to take place among people who speak the 

same language. 
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Terminologyi the spedalizid language of a particular figld or discipline, prtsfnts even further obstacles. If static, 
terminology would present only a series of finite complications to be unravelled by the eMperts. But terminology 
evolves as one movement or approach puts another to rest. Shades of meaning are Introduced and added as "dumb*' 
becomes "mute** becomes "speech impaired," as "supported living conditions** become "independent living,*' as 
precise but demeaning labels are replaced by conceptual catch basins such as "learning disabled*' or "developmentally 
disabled.** It is little wonder that the field boasts no authoritative rehabilitation dictionary, as it would require as 
many supplemtnts as the Oxford English Dictionary, 

The lack of an internationally usable thesaurus greatly impedes the coherent classification of information within 
one language or among several. Comparative information on services^ benefits, or costs is difficult or nearly impossi- 
ble to obtain due to the multiplicity of specialized depots, and the use of non»parallel or incompatible methods of 
data classification, storage and retrievaL 

The concept of a national disability information service, system or center is just beginning to find favor and is in 
Incubation in the U.S., Canada, Spain, and Sweden and being planned in the Federal Republic of Germany, the 
Netherlands, and^ to an extent^ in England. With peer national information services of parallel intent, an interna- 
tional linkage system could follow somewhat naturally. 
The development of truly centralized national information depots is, however, quite problematic due to: 
* The tendency during the last decade of development of specialist national collections, such as, in the 
U.S., the Center for a Barrier Free Environment, Closer Look — an information resource for parents of 
handicapped children, the Materials Development Center for vocational rehabilitation professionals; 
in England, the Center for Environment and the Handicapped, the Disabled Living Foundation 
specializing in aids and equipment and, recently, the series of DIAL (Disabled Information and 
Assistance Line)i telephone information on benefits and resources. Many of these centers duplicate 
resources and their "national coordination'' is at best a central index or directory of what is located 
where. 

* Fairly well established turfs, creating a tendency to share or disseminate information of cosmetic value 
only. 

* Increasing costs of information collection and storage^ the Introduction of electronic means, the Intro- 
duction of highly trained specialized staff who can bridge the disciplines of rehabilitation and informa- 
tion science and the ever-Increasing quantity of information in this field combine to produce a situation 
where only a serious commitment of funds and staff can lead to the establishment of a national informa- 
tion ^ter. This level of funding Is b^ond Uie ^pability of voluntaiy organizations requiring the involvement of 
government. In a period of Increasingly limited resources, many governments are finding it questionable 
to divert this level of funding from direct services. (Several national information centers have been stall- 
ed at the planning stage for years, awaiting fundi ngO In the meant imej the specialty centers have begun 
to develop trani-national linkages of their own. For eKample^ the first International conference on 
establishing equipment and advice centers will be held In 19SL 

What is the current pattern of informntion eKehange inteFnatlonally? 

Rehabilitation professionals largely exchange information through the following methods: (In an estimated descen- 
sion of frequency) 

* International professional associations, (Appendix A) their conferences and published material. 

* International Information ServlceSj such as those operated by Rehabilitation International, Interna- 
tional League of Societies for the Mentally Handicapped and the International Labor Organization (Ap- 
pendix B). 

* Peer linkages (formal exchange channels) among national centers or programs. 

* Utilization of electronic systems with related internationally collected information, such as ERIC, 
MEDLARS, or Exetrpta Medica, 

* Fellowships or sponsorships of foreign study or other exchanges of personnel, including academic 
degree pursuance. 

What new approachts are being tried? 

Rehabilitation International^ aware of the various complexities described thus far, of the different national situa» 
tions and needs and of the necessity of testing out a variety of approaches, is sponsoring or planning the following ex» 
periments: 

* The long established information center In Heidelberg^ operated by R.L in cooperation vlth the Stif- 
tung, has developed into a comprehensive collection of Information concerning Europe and the U.S. 
and Canada. Comprised largely of periodicals (approximately 500)^ plans are to concentrate on an- 
notated bibliographic information exchanged through three or four peer centers via microfiche. Infor- 
mation would be made available to the public in the form of literature searches for a fee. 
Information would concentrate primarily on the scientific literature, published mainly by the developed 
countries. This approach takes advantage of the observers preference In Europe for the exchange of 
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highly ipaeializid and icientifle mformatlon hetwgan p^r eenters* 

• To approaeh the partiQUlar Latin Amtricaa sitaation where organized information publications, collec- 
tion oriliiSfmination ii at a premium, the auMtited initial program is to amalgamate the rtsourcts of 
stverri large organizations to; , . . 

^ Publish a i^riodieal in Spaniih of news of the major international regional and national organiEations 
and to widely dissiminate this free of charge. 

- Organize a iilection of material in Spanish published in Spain and the U.S»A. for selected continuous 
diitribution to SO national resource centeri in Latin America, 

- Initiate a comprthinslve rigional collection of books* periodicals, and rtports published by Latin 
Amerigan groups conctrned with disability, and organize their classification to enable reiponsei to 

queries, t - u um* 

- Provide briif training in information collection and dissemination for siltcted leaden m the disability 
field in Latin America/ This approach redistically acknowledges the financial inability of most Latin 
American based disability concerns to publish or otherwise disseminate information on a regular basis 
and at the same time promotes regional idintiflcation by utilitlzing the resources of several organiza- 
tioni baaed in several countries to initiate organized dissemination. 

• Rehabilitation International is establishing with support from UNICEF and other sources an interna- 
tional resource and planning service that will bring together data about human and institutional 
resources as well as information materiris needed for the development of programs and facilities for 
disability prevention and rehabilitation* Among the products of the service will be ideas and content for 
information materials designed to meet the special needs of developing countries, 

• Rehabilitation International is discussing with the University Center for International Rehabilitation the 
possibility of collaborating in the compilation of information about various countries. Plans are in the 
most preliminary stages but it is hoped to locate funds to carry forward this experiment. 

IVp RicomniiDdations 

A, For RehablUtatfon ProftsiioDals 

L Formal mechanisms for disseminating rehabilitation information to professionals should be problem- 
oriented, rather than disciplini based. Problem oriented mechanisms have the capability to provide the 
knowledge that bears on a specific problem regardless of Its source or form. Such mechanisms can be made more 
effective if they Incorporated in their design tiiose features that makt informal mechanism so effective: simplici- 
ty in use, rapid response* and assistance in formulating the problem and in interpreting the results. 

2. The gap between research and practice can be narrowed by systematic efforts to repackage research results for 
specific audiences. What counselors need to know about independent living, for example, is not quite the same 
as what decision makers need to know about the same subject, or what researchers and educators need to know. 
The length, presentation, language, form and vocabulary differ with each audience. While appropriate 
mechanism used for counselors may be a workshop, decision makers may get a summary of a report where 
researchers may need a full report. Such repackaging efforts are costly and can only be done on a selective basis, 

3. Rehabilitation professionals should be trained in the use of existing dissemination mechanisms, either as part 
of the formal degree program or provided as in service training. Thdr lack of awareness of existing mechanisms, 
much less the use of these mechanisms, has been documCTted repeatedly by numerous surveys of Information 
needs. It is particularly important to Include this subject in the graduate programs for foreign students, 

4. Establishment of an inteniatlonal hierarchical th^auras. A study carried out by the Stiftung Rehabilitation 
determined that English should be used as the base language, both because of its frequency of use and because of 
its structure. International classification of technicid aids has been initiated by the Stiftung and by the Nordic 
Council on Disability. International vocabularies arte being published by the International Labor Organization in 
the field of vocational rehabilitation md by UNESCO In special education. A key word system has been evolved 
by the Canadian Rehabilitation Council for the Disabled. 

5. Publication of anthologies of "the best" literature on an annual basis, nationally and internationally. These 
literature collections, if published by authoritative sources, could serve as recommendations for translation. An- 
thologies of the most significant research, nationally and internationally, should be published annually or bi- 
annually, written in language for lay consumption, along the idea of **Rehab Briefs", the U,S. government's 
successftil periodic summaries of Important U,S. r^earch projects, tailored for the rehabilitation generallst or 
specialist unfamiliar with "R&D Idiom," 

6. Identification of centers or Inltiadon of centers whose responsibility it would be to assemble, classify, store 
and disseminate information which would characterize rehabilitation nation by nation. These centers would re- 
ly on the most active of the national information sources and be capable of producing country files which would 
revealj 

• What Is working or not workiDg where (nationally) 
- Who are tht national expert on a particalar iubjeet 
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R^ommeQd centt fg or programs for f ore Igs visltori, by iptQlalty 

* Coniianittvi Inforaiation on statfid^P ligislatfon tad Nnifl^ 

• SilecM intimdoDid biU^^ tbpto of nnivcraal coDctm (a rtcomnitadtd mInMlbrary) 

?• An analysis of how best international infoFination can benaflt groups other than rehabilitation proftsiionali 
(sft Appendix C for analyaii of groups needing information about diiabillty) such as parents of handicapped 
childrent govtnimintal authorities and disabled people. 

8. A speeial prograni for developing countriei Involving establiihrnent of national and regional libfary/informa- 
tion eenteri. Program should include provision of material and training for information ipecialists. 

9. Increased focus on dissemination responsibility of all information producers^ which should be reflected by 
grant rtquiriments and pressure from major information producers. 

10« Fostering of linkage be tween national information depots so that, gradually and naturally, these information 
channels are strengthened. A pilot project of Unking two or three peer systems should be established to test out 
the various technological and terminological approaches. 

For Disablfd Penons mA Their Famlli^ and the Gentml Public 

L International action in this sphere should be perceived from the vantage point of advocacy with thr objective 
of convincing relevant internatldnal professional organizatlonSf national planning bodies and all national 
organizations and associations of the importance of involving disabled people and their families In the already 
well established professional information networks^ 

2. It should be possible to assemble an international overview on information needs of the family concerning 
disability with reports of outstanding services In various countries which have successfully Involved the fami- 
ly in all aspects of the rehabilitation process and which have initiated outreach programs. The overview could in^ 
elude results of the international workshop on disability and the family to be held within the 1980 World 
Rehabilitation Congress, and other family conference papers. 

3. Encouragement should be extended to all national organizationi to hold interdisciplinary conferences on the 
family as focal points of rehabilitation. 

4. Simple basic pamphlets concerning the handicapped^ prepared by category of disability, should be published 
with the objective of their wide dissemination In developing countries, as well as developed. Pamphlets should in- 
clude basic developmental information and therapeutic home-based activities, well illustrated with the lowest of 
literacy in mind* 

St In all countri^, but particularly in developing countries, c^mphEiis should be placed on the utilization of other 
media, such as radio, as outlets for regular family oriented information concerning disability. The focus should 
be on, primarily, what the family unit can do in isolation of professional assistance. 

6. It IS estimated that the lack of coherent information concerning disability and disabled people presented for 
the public through the media can be attributed to: 

* Lack of sufncient information provided methodically or creatively by the disability related organisms. 

An attitude by the media producers which relegates coverage of disability to the medical department and which 
relegate reporting on disabled people to the ^'unusual and heart-rending feature' ' department. 

* The underling fears, mythology and negative attitudes towards disability on the part of the public and tacitly 
supported by the media (as evidenced by countless attitude studies). 

Assuming that the last two are at least partly dependent on the flrst, it is strongly recommended that greater in- 
cr^ed attention be pven to the improvement and augmentation of Information concerning disability provided 
to the media. 

7. Research concerning utiU^tion of the media as public education pertaining to disability should be gathered 
from various countriei. Including Cmada, the U.S., France, England, SwitEerland, Sweden and the Federal 
Republic of Oermany, and published together with programmatic d^criptions of the activities carried out. 

8. International guidelines on the representation of disabled persons in the news media and other widely 
disseminated educational material such as textbooks should be adopted and given wide dissemination to media 
outlets. " 

9. Meetinp should be held with media representatives to present statistical and other scientific evidence of 
disability as a major presence on the sodal and soda-ecbnomic scene of every nation^ Requests should be 
made that coverage of disability and news and fixtures concerning methods of society's need for adaptation to 
accomodate in a dignified fashion this segment of its population. 

10. Consideration should be given to the establishment of national disability communication activities, coor- 
dinated expressly to avoid plying the media with thousands of scmttered missagis, designed to promote 
organizational activities rather than information about the causes and consequences of disability. 
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Saminary of EUiabeth Pan 

Information dissiminatlon in rehabilitation has not been a foeus of priority concern until rtcently. Information 
dissemination activities have been uncoordinated, resulting in duplication of effort as well as gaps in service. The pro-* 
liferation of possibli iourcts of inforniEtion has created thf gtner^ imprission of an explosion of information in the 
field of rihabilitation. The explosion Is not so much due to the rapid growth of knowledge in the flt Id ai It is due to the 
lack of effective mechanisms for synthesizing, cumulating and retrieving that knowledge as needed* This problim is 
comppunded by the fact that rfhabilitation is a multidisciplinary field and most existing mechanisms for information 
dissemination art based on a single discipline. 

The majority of existing formal mechaniims for retrieving rehabilitation-related information are deiigntd for 
rehabilitation professionals. These mechaniims are primarily print-oriented. Most of the literature in rehabilitation 
are not published in the mainstream of the book trade. Research reports, newsletters, conftrence proceedinp, etc., 
are distributed to a very limited readership with no provision for their retrlival after the initial supplies of copies are 
depleted. Much of this "figurative litemture" can be "saved" If ixisting generaliied retrieval mechanisms such as 
libraries are used to ensure long term access to this literature. The potential role of the private sector, particularly in 
print and electronic publishing, has not been developed. 

Dissemination mechanisms focused on rehabilitation are beginning to emerge all over the world but their effec- 
tiveness is limited by a lack of coordination and standardisation in indexing language. Few professionally trained In- 
formation scientist are involved in the design and operation of these mechanisms. It is the exception that dlssemina^ 
tion are designed based on a clear picture of who the users are and what their information seeking habits are. Com 
municaUon among those involved in the design and operation of Information retrieval mechanism is haphazard and 
u n f 0 c u s e d « \ 

Dissemination of information to disabled individuals, their families and he general public Is primarily the work of 
organizations which represent various segments of the disabled populations - veterans, blind people^ those with 
cerebral palsy» etc. This segmentation of delivery of information tends to reinforce the differences among disabilities 
rather than their similarities. The millions of disabled people not reached through these efforts are reached by mass 
media -newspapers, popular magazines, television and radio - where such media exist. In the developing countries, 
basic information about health and nutrition can be disseminated through individuals, particularly families and com^ 
munlty leaders. 

The challenge of the 80's lies in our ability to use existing mechanisms for dissemination rehabilitation Information 
more effectively by involving more professionally trained information scientists and training those who design and use 
these mechanisms. If we are to reach the millions of diiabled people in both developed and developing countries, the 
service delivery systems in each country must be used to disseminate Information, 



Summary by Barbara Duncan 

The information specialist, particularly in developed countries, is now in a position to advocate for change. Part 
librarian, part counselor, part encyclopedia, part systems analyst, the information specialist must now address the 
whole: taking the Initiative In evaluating the mass of material now flooding the developed nations, helping to create 
structure awareness of the better material and developing methods to ensure dissemination of "the best of what we 
know- ' to those who need it In deviloping countries. This Is our major challenge for the 1980's: 

There is a need to Initiate a new cycle of Information flow, which will identify material of quality, direct its re- 
formatting for audiences not in the information mainstream and taking pains, if necessary, to marshall the material to 
these sources. Dissemination strategies, their refinement and advancement, must be the emphasis for the SO's if we are 
to create a useful information flow and reach those who need our Information the most. 
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Appendix A 

The United Nations and Its Specialized Agencies 



Body 



DlyemlBatlon 



Media Us«d 



CuiTiDt ]&iafflplis 



UN Ciiittr for Sodil and 
HattudtaflaB Affdri» 
VltnM 

Worlis doi^ witlii 



UN DMloa for SaM and 
EeoBomk litforsntioa ^ 
DE§I, Nfw York 

Intefaatlo^ Labor 
Ortantatiiiiiii Otaeva 
Vo^doaal He habUltation 
ScctfoD 



Ednaition Ualt^ 
Pvii 



World H»ltb Ofpudatian, 
Oism 

itriiigtbt^nf of H^tls 
itrvlM Di^rtisent 



UNICQ' 
New York 



UN Faoyiy and Nadonal 
Phuinlng Commlttiii for 
Intmatlond Yw of 
Di^blfd Pfopl^l9Sl 



UN Family and publte pr^ 
and infdia 



UN Fami^, labor dtpart^ 
mncs of gdyimnisnU and 
labor mprmntady^, fleld 
^iptryi ad¥l^ to 
govmmenti on m^umt 



UN Fanlly^ govirnmtnlal, 
eda^yottal and cnltnral 
dtpaftOKnU^ govtmmenU 
on reqa^t 



UN Family, r^onal aisd 
pattonal WHO of flm 
aadond h^tb dtpartmnu 
and otbtr national bodi^ 
conmMd wltb b^tb, 
gownminti on r^oM 



UN Famlif , ngloB ai 
NatlouJ UNICO* offlcM 



Mittiap 
Newilitttri 



PfM Ut 

Fmtm 

Nii^lttter 

M^tiog§/pro€ifdlnp 
Print media lafonnatlon 
service (Uindoe), 
ixpf rl'i flild ripoFte 
Bookleii 



M^tinp/proceedlnp 
Books 

&^pi^* rtports 
from fifid 



MetUnp 

Sdentf ne and popular 
Jonmab 
Maanali 
PrM rileaM 
Anniiid piw kit on 
h^th topla 



Meetfnp 

Cultnraiyin^ ^stemi In 
^eb couptn^ most be used 
to disicminate Infomia^ 
don. 



Currently, tbe center l§ to act 
as UN focus for planning for 
rVDP and to dimmlnate 
Informadon regarding 
a^ylU^ 

Pfms m for lYDP to be rtlemd 
January I, 19%1 



With primain^ focus on assistance 
to developing countri^ In ^tab^ 
Ibbing national planning for vooi^ 
tlonal rebabUllation service 
and model center, the ILO publish- 
m hw^Q booUeU on the principle 
of tbis field and manual on plan^ 
ning centers and workshops^ Meet^ 
Ing report! often contain summari^ 
of VR country to countiy. Infor^ 
matlon on new legblatlon also 
publlsbed In a spedal Illative 
leriM 

UN^CO bool@ on the economic of 
ipiclal edu^don, sports for the 
dkabledj and comparative studio 
of spedal education generally 
contain national exatnplei from 
different culture and regions 
Assists govemmenli In planning 
edueadonal service for spedal 
grou^ 

Currint emphasis on disability 
prevention and simple rehabilita- 
tion technique wlttaltt primary 
li^th mn sebeme« Recently has 
sponsored several stadstlod lU'^ 
vt^tlgations of dlsablll^ Inddence 
In developing coontri^. Has 
developed nnanual of basic prin^^ 
dpl^ of nbabUltaUon and Inter- 
nadonal dasdfl^tlon scbenK of 
hf ndl^^, Im^rments and dlt^ 
abiUtl^* Nattonai Immunl^tioo 
eampal^s 

Current emphasis on disability 



International Non-Goyernmental Organizations 
Concerned With Disability 

To coordinata the dismbiUty rilatid activities of *e UN, iti speclaliztd Agincies md 35 international disability 
related nDn-govemmentel organizationip the CWOIH (Council of World OrganiEationi Intart ited in the Handicap- 
ped) was founded in 1953 and has held annual metdngs since, Tht Secretariat for the CWOIH is provided by 
RehabiUtatloii IntemaUonal with financial assistance from UNESCO. The following CWOIH members, all in con- 
sultative status witih at least one of the UN SptciaUzed Agincies, diistminate information concerning disability. 
Rehabilitation Intemationid publishes a compendium of activities of CWOIH memberi every sicond year md regular- 
ly r^rts on membirs' conferencis and other activities in the International Rehabilitation Review. 
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CWOIH Members 



Ofpustntioii 



nMiniiMtfoii 



add QuTiDt ^impl^ 



World 
Qmtwm 



Citkolk iBtiruitioMi 
UnfoBfof S«M 



EefUpiaB Aiiodadoa for 
ipf^EdHoidoii 



Eniopm AUiiM of 
AMoMitfoiis, ] 



Intemtioiil Aiso^tioii 
for Prev»tloB of 



Sds^ Eagbad 

Ifitmatioiial Anodatioii 
of WiAifs for Miita4|asM 

latiffiifltioiial Catliolk 



Intamitloiiiii Comnltt^ 
of Uie Rid Cross 



Intmatioiii] Confi^tratlOB 
of Fret Tradt UiJons, 

latiniatibDal CoondJ 
of Noim 

latimtf ODtf CoaadI 
of Sodete of ladoitrial 
D^^» Bnsiils 



lattrasdoinl CooacU 
oa So^ Welfaie 

VifDM 



lattraatioinl DkNt^ 
FedmdoB^ Loadoa 



latimtloittl Fidifatloa 
of MabM Woriciii aad 
OiMu Haadtappid 

Swlts^lttid 



^ Iil^ntioad FidimtiM 
of MaWpteSdm^ 
SoditfH, Viean 



Natioatf Bitnbif 
o^iaabidou 



•1^ MfOAttOM of 

CatMk §odal Workm in 
^ coaatita 

Mmhm Moctatioa 
In 14 Wmttm ^ropM 

^irop^w oitnbm 
aM^dott 



NadoBai eonndtlM 
InSOeoaBMei 



ConfmBM 

Newslfttfrt 

Jonrsib 



Nimtetter 
Jooraal 



MMdap/proMdlttp 



Nadoaal i 
wodaflOBi and indhldntf 
membM in 38 osanMrn 

160 Mdoaal mmNr 
oripaiiadoag 



Swisa comadttM 



Nadoaal nmito 
oripntadoas in SS 
eonattta 

Nadoaal aan^ 
modadoBs la 
87 coaatrte 

Mtmbtr mitta la 
32 eooBtrt^ 



R^oaai of^^, ntnNF 
oFjpBtatio^ and 
ladliidiu^ In 78 
cooaMM 



Nadoatf miiBbfr 
^^atadoB Ib 
54 eoaattta 

Mtmbifi la 22 eonaMs 



Mitdap 



C^oafmaM 

Prof^OBid arddtt 
la WHOJoufnato 

Confmn^/fiporti 
ftmpiilits 



Jouraal 



Journal 
Handbooki 



JonradU 
NffiFilfttfn 



MMdnp 
PoUcy itatisients 
JouFttali fiwm rd^iM 

M^dnp 
Jonraai 
N^ii ril#»^ 



Mtfdnp 
Jourad 
Niw^etter 
Riports 



CoBferfam 
Jouraal 



Mifdnp/Promdlnp 
Newatohtr 



Nadoaal mnbtr 
aoded^ la ^ coaaM^ 



Earo^aa Orpuker of 
World Day for the 
IMsabMy p^ttn 

PttbUe fdaoitloB 



ANtancteof fdiBdflc 
fladlBp 



^fOfliotis "^tf^oa seondng'*, 
KODdag adapM for boys witli 
dbabiUta, and scondng proj^ti and 
aed¥lte OB bibalf of lo^ insdtu^ 
tioBs eoactr^ witli dl»bM and 
ddtrlr 

Pranot^ Indodoa of enrricula 
fowlag on di^billty conctrai 
In schooling of ^thoUc Sodtf 
Woricm 

Hold Enrof^m senUnari oa all 
aij^icti of spidal tdu^doa 



Worbi la €o^|oacdoa wlUi UlIO 
la ^Mpi'gM to prtyaat blladaw 
putfevMy la dtydoplBg 
conatrta 

ChUdria wfUi dtebiUd^ oflia 
iadnded as topla of coafiiinM 



Spiddb^ coamlssiom and study 
pndps on chUdrtn with liandlaipi 
and tbdr rrii^oiis fdncadoa 

Rdlif acdou, sttdag up workshops, 
for ouanfactoft of ardfldal Umbif 
tqulpraint, on itpqu^t from govtfB^ 
tat ay, nmdly ta pc^t^war ttairgtacy 
iltnadons 

Occatioaally spoaiors stmlaari 
OB labor markit aad workers with 
dlsabUlte 

Promote prof^toaai divdopmeat 
of rtittbllitadon aarslng 



Has bdd Intermtfonal workihops 
and stndeat eonpt ddoas coactrao 
industrial d^^ solatloai for 
^pWwItbdbabtUd^ 

Promots improvid Mining of 
SOCIAL WEUARE WORURS, 
Wni bold Earop^a Rt^oaal Coaf- 
mB£i oa la^padoa ojP Handle 
^pptd, Jn^, Ml, Franee 

Oreuladoa of n^ 

flndinp aad Informadoa about 

dlabit^ a my or objiedvi 

Plani to orgulii latemadonal 
eoaiire ace of dIsabM ptopit In 
1981. Oi^rats adito and lafoma^ 
don burm for Biembers 



Holds ^mfereoM for publk oa 
wloas mpects 
CiBtral iBfornttdoB eol'* 
iMdOB a Buyjnr pnrpoit 



taltmittOMa Hoipitil 



Meiibifi in 34 eonaM^ 



Muw^ OB fduoitioil 



ioBraia 



CoMm^ luf^ wiui profmlQDal 
tnOniiig of piiioni worthing In 



Mgfi of hmlM f tdUta and 
tqnipAiiBt for dkAblfd i i^or 
tbtiDf of Ml CoBgiw» SrdB^ 



iBiifBgHoBil X^M 

of Sodtta f or thi 
M»M^ HiBdtappidt 



lBt»stloBal iocW 



iBttmtloittl Ltpro^ 
AsioditioB, Ssmy, 



iBtmatiOBal Sodti^ 
for Bora 
Scottuid 

lat^stloMl UbIob 

GtBM 



lattriBiflo^ UiyoB 
Agidi^ Tttbrnilogto, 



iBMatfoi^ VidoB 

for am y/^tm, 

OfBifB 



lat^nttowdp 
NfwYwk 



Nw^ 10 mi mto 
orpmtattOM Ib 
60 coBBtris 



Mimto onvitetioa 
and sorrepoi^Mts 
approsdfluitelf 110 coiutrl^ 



Mimbf n Ib 50 mmMm 



Mtmtafi Ib SO eonBM^ 



NatioBtf orputaUoB 
in 76 eOBflMis 



Mimbfff III 86 countrM 



Naflonal wmhm is 
71 coobMi 



Mmbir oipBtaitf ob la 
1^ eoonftta, f biteMtf onal 
ranbir oiipBliatloBi aad 
Inf ornuitfofl smtei 
iiibi€flbm Ib 100 eooBtri^ 



CoBgr^^ 

soBftiiK^proMdinp 
Ntf^ttir 



CoBi^m^ 
S^ndflc JoeraBli 



Sdtnttfk aNttmcb 

Jourml 

Nti^tter 

ConpMif f confmnm 
^mlsuif JoBnute 

re por^t Monognpte 

CoflfmBM/proMdlnp 
Ntf^tter 



BlbU^BpUf dtatloni 
N^^tttr 



CoBpi^ 

Copffrrnrrii/prnrrrdfiiiTT 
JonrBabj NtiMttof 
Foitm« PUDpUittv 
AcqnUttoB Uiy 



iBformatioo dtatiiBiBatloB to pro* 
f^o^b and f asiUi^ a m^Jor 
adtlvlty 



Fom^ OB aslitam to ifldlvldiuds 
or famlta who have probltms 
rmltfflg from fomd or volnntaiy 
mIgrattOB 

promote rftebiUtadQB of 
pinott «4tb teprmt fmm^ on 
dcYdopIng eoBBM^ 

promote rriflt^ratioB Into sodtty 
of p€Opli viith bnra Iqjnrl^ 



Gdits to promote iof omadonal 
mbange, parttcnlarly r^woh 
rmlis £OB€irBiBg ^act r 

PromotM pMrtfeolwtjr key iBfor^ 
uatloB eoBeerttlBg tMarch 



ladBd^ inBdlaipp^ cWd wm 
a ra^|or focns. EMnsivdy reiiewi 
booltf f Jon^tf artld^ Ib tUs flild 
on a r^iter ba^ 

Dtaifliiiiatfon oflBformadon a 
n^lor oMtsttve^ Diri^ informa^ 
tloB fin^^ terHng woridwlde 
fiUiQIteflOB eoBiBiaal^i locate 
IB HelMbtfi, Mfidco and 
Stoekbolm 



MvatfoB AmjTt 

LOBdOB 

WoM AsoMtlOB 
of WOttidsuid 
SeoBtt, LoBdoB 

Wofid CotfidmtfOfl 
^ for Fl^riiBl-nmpf 
Loidofl ^ 



WMdCotfedmtfai 
of dinWoni of the 
TmddBg Froinri^ 
MoigSv I 



Woifd] 
RecmtioB AagoAtai 
NfwYoik 

WoildM^tal 

FefB^Volhitae 



WotMUtfOBfortti 
I^Yoatht 



79 coBBtrlea 

13 mlUB mmbm 
Ib 98 coiinMM 



40uttMali 
oiiiBtafloi^ icpmiBttBg^. 
95,000 pbMl th^i^M 



laintfouli 
offwibatf^ In 77 
eoBMi ffjiiiigBtiBg 

S ! ^ ^ 



faidifidul 

InlOOcoBaM 



NadoMi 



^€OBBttfs 



AtadpCT aaoctattoM 

mhmbi33 



^polar m^ydn^ 
PuipUey 

Jonnuls 



Confmnm 

Con^iflTe rtqnliinKte 

Coitfrnnm/pmiedbip 
JonrBtf 



COB^WMi 

eoBfrnnm/papm 
NewBletter, BooU^ 

Coi^mm, 

§otf^mm/proe^^g 
Prof ^OBsl Jonr^ 
Nmfetter 



EtfOf^u eonfmBOs/ 



Sapport! hoitelit bogpitab aud 
otb^ itimt s^^l^ for dbnbM 

Pronot^ both sitmiOB ieoodng 
uid UfiyiidoB of icooti with 
dfaabOliiei tato r^inlaf troopi 

MdatdBi f^tn^ of phj^^ 
th^ pbB a^Mtit for ferrigB 

of pbyitad thmpy wiim 

Co'fmtaehl^ of chUdnn with 
buidtapi and ip^il tdB^doB 
la liOBfmBca and pnbltattoBf 



Cofm amptotfe reo^tfoa jnd 
fmsM&a iet pioplf with dtaMUte 
la ^af»^€e and pnbjtadWM 

Opmts dMlr^Mai f ttr 
doctoii to Eostte Inf omadoB on 
Mdtal BuMtm in inm connM^ 

mtmatfowd medM cods 
and piMpIs 

ttiii^pippM ^i^^ ^ 
eonffif ace t^€. iMki bibyo- 
dmomtatioB on yonth 



« 77 



Nitloiud memto 
OftMnliationi In 49 

eottiitfl^ i i pr i it aflag 



CoDffrtgiM, Stadia 



WoMCooBiflror 



f or Rtalel H^iai« 



Mmaitm oiiBatofloiM tai 66 
€OBiitte» 4 IntafMtfoDd 



NiflOMi ntmbif 



Joaml 



eoBfmiics/proeeedliip 
Nf^ttfr 



EUn tttfnp 



Fowa OB pioitliitie tsd ortbotie 
tqttlpBiMt proton aad Maliig 
€001^ In tlik wMm* Qpmim 
m iafoniUittoii at^et on biiitlir 
tm dm^t Ri^t €0af«reB» ob 
n^ta 1^ kaoA^p^i lotegFaflott 
ud l^^doB eoBetralBg war 

Kbn^ MtioMl lambtr oigini^ttom 
•poMor pr^im im^floB 
MOfor lwi^»ppid yon^ 

ABfati foiBudoB ^ Bitf onl 
io^ta, ^Momtes with ILO lii . 
proyWon of WBdoe, Iniorauitiod 
iirv^ lomiBg on proiMon of 
raran^M wtfdM of practM 
oi^i for tiM workm eooctni^ 
irithl 



Wofid Fidmtioo 

of ] 

MoBtmIt < 



Wortd Fidmtkm of 
Ompittiml Itadplitt 
Fref cMtof ioiitt AfMoi 



NttlOBri I 
MpuitafloBi bi ^ cofiii&iis 



Nadonlnera^ 

o^otaitfoM !■ 16 coaafita 



i, TMiiBi 
, MeoWk •tatncto 
wftoi, PuBpUiti 



C0Bp»^|M9Ci^lflp 

RmmmeB Ad itaBdardi 



Mtf OH^ dWid^hOBit of BOB^ 

nedisd Itaf onuidOB «boflt 
tanopbDc fa moAHob 
irilh Stftm^ StbaUUIitiOB* 
HdddtagsF^ml RipoMk of 



Umm wlooi pBpm on dtrdopntBl 
of profMyond MoMdou for OT 
diputamiii Ubliopipbi» and 
i^ H trii^ UofBiittoii OB mi^tsa^ 
of OM^ttoaal ibtfB^ti imoBi Iti 



CWOIH Associate Members 



WiiBtatfoB 



DtamiiBitioB 
l^OHdlNUty 



Lionrd CtoUrt 
FooBdateBt LoadoB 



190 m mb^ foaadatfoBS 
IB 41 coBBtri^ 



GooihM iBdBitri^ 
of Asiffl^ 

Jit!BUagtOB„„^, . 



40 affUtatii Ib ^ 

€ObbMm(+167IqIJ§A) 



iBtmadoBil 1 
for EpOfp^t LoidoB 



Mrabtr oipntadon 
In 41 conaM^ 



Joaml 

fUu (bf mnbtra) 
Booki 



Coafmam 
Niwiletter 



Unf^ra^/reporto 
Oiadbook 



CtaUri honia ari aoa^ 
iMtf talioBfll r^diafld aooooimo^ 
dadou for pMuuiffltly phjritaflf 
or mmuS^ dtaabM« ^ptdaUy for 
tlir In^tBL An Internatf onal 
eoaf M^Ki oa stabUsUng O^Uri 
horns ta pbuoaed for 1981 la Loadoa 

Proi4ta ad^ and Mi^flg la 
MMWuBiBt of to^tiomd fihablU^ 
^Utf oa.^Qfnw»^affiatpfoJi€t 
to divdopn^t of radi profiiu la 
Afri^ and thf Qufbheaa, with the 
^itmci of thg U§ Agn^ for 
latemtfoaal Dtfdopnmt (AJD) 

Pfooiots la pLrMdar paMk 
^midoB fOBMlliv ^Ui^, 
Mpidilh^ Boa^mdtal a^^. 
^Intaln ta^^k of ipUfp^ 
MUn intsufloB^^ 



HdsiEAr 
latiraado^. New York 



iBtm^OMl CiiiM 



Mmbifi la §0 Mnatte 



ConfmBMp lemliiari 
Wde n^t of pnMtatiOM 
for h^lth woricin, ^raito 
and proffesdoi^ ta Md 



CoafmMS 
Newriitter 



^^p*'*^ 00 UiadBM prev^UoB 
la dtvdopli^ 4^bbM@ j .Malag of 
Wad iriidts In raral oscapatfoM aad 
In nobU^ and ladtpfadtBt 
Uvlngs^ 

Pfivn^B of ^rebnd palo^.to a 
simnt fo€U| iHth the a 

mmpiSm bdi^ lidthitid la 
Ml throngb III ramber modatfons 
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Uei^flovd Cdnltici 
Agitattt McBtal 1 
Niw York 



SiffllBin 



APPENDIX B 



Inelttte u ni^or goali "UOU^Iioa 
and e^ai^oa of ^cUitrte date 
and Inf ormatiOB sptiui indttding 
compnttr t^iaologf , at a m^|or 
tool In ^qpoitfc tmtminti fi^ 
bibiUtalion afid or^nl^tion" 



International Information Services in the Rehabilitation Field 

-Examples" 



Servke 



SpoMOfior 



RahaMUtatfoD 

Intmatloi^ 

lafoiaBtton 

Sffvke, 

Htidiibffi baga 



Rflnbltttatfon 

iBtmMttoiul 

la ^opmtion with 

§tft«i« RtkabUitatf on 



RitabUtetioH 
lat^ntioiiil §peBisli 
Iji^;iiate laf onaattoB 

M^dGoO^ 



iBtipitiosal 

Iitf ofMttsB idNitsf OB 

Tra^OfMoB QCTAh 
StodihoU, iwidcii 



>Iatmatlonal 
lafofaatfOB §irfl§i on 
Maatal Raiafdattea 



RI in cooptratf oa fHth tte 
latir AffiHtaB Instttoti 
^ §odal iaoiri^ 



RAaMltatioB 
IfitiiiitloinU la 
mpmtion miitt The 
Han^miutitaU of 



OpafaM BBdo^ aoaplm 
of IntefflatfoiMl L^nt of 
Sod^ tor tte Mai^ajf 
HawBea^id; mpportid 
to part 1^ In^ftitf of 
ioctel teflMf Sptya 



R^pottds to qntfl^ 
Utmtnri Brnatkm of 
periodMip rtports 
Mict^ inlmatioaal 
blbttoiispU^ 
Qoarti^ miillnp 
of td^t^ pabtotloni 



Piflodtod mUlBp of 
Dtvralf t^ aad idifted 
nbabiutattOD Uteratnri 



Nawslittiri Anai^ 
If ports of n ICTA 
conmiMoii Mmbiri 
OmiloBal ^btt^ttoBs 



En^h 
GermaD 



i^niib 



EngUsh 



Bibttw'pUe jQumal, S^lsh 

triMiMIitmtara 

iwdMs 'Bo^ci and 

boMiy for prc^^lonala 

aM fMrmitoi Aanotatid 

iat^MtioMl l^bH WWUta 



D^^ptioB or 
Qudipl^ 



FroJ^ bas^ la HdddNfg 
slnet tm, BlbUographl^ and . 
qnartiriy dudllBp riflict 
priorIM of n pfopam aad 
s^altl^ of §tif ttiflg* Lftttai^ 
iweb^ BfldfrtdciB wliiB otbtr 
Utf mtnft tarn are laadaquate. 
MnttrUif strm lU mmbe r 
o^aalpitioi^ and Ubrari^ In 
dtvdQplBg coautrl^ 

Caifiatt^ uadir revlgioB la co- 
operitios wllli scvard otbtr 
ii^onal and BatioBal orgiunl^ 
aidoiH involved In Spanish 
laBgnaii iBformatioB 
dlwadnatloB 

ICFA's cnrff Bt propau ladndM 
dtvelopMBt of an (atimattoul 
thtMoini on tidinkill ddi« an 
IntifiiattOBd r^wfh and 
dtnioiMtmtlon projict on coni* 
maid^tion aldi for tbe spoM^ 
Im^rN aod ^onsotsUp of 
"AcCM to iU^'Vpropani 

Staet 1971 SDS has b«in itrvlBg 
Ihi ipmibh sp^dBg tommanl^ 
involvod in nmtal ftfardatton 
and neoteti^ dtriloiHimtal 
dMbOldM, Itt jonrnal rtvim In 
§pmM fa«ioks wd jtgart^^ 
Uibid la Engltah and Eiurbipm 
Iwi^^p and tote artfdje fgoff^ 
the i^dr prafMoU JonnMfi~ 



Intmational 
^ki«'a 



UNIC^and 
GovmuMit of WMm 



Jonmalii A^nUtton 
IMp Sn^^pfloM to 
r^dvt tafloi^ rdtriB^ 
Ustap^m ibrarar and 
ptetoi^qriBs sHVto^ 
TnlutagmiiM 



Fftneh 
E^h 



A mmt ICC proji^ to to tailor 
h^th r^tM bif onnaQoB f or 
^^d andleiKSs Indodfa^ 
idn^tiMSf 1 
gronpf ofj 
Spo^iid b^ tbt lJ«ii Dipt of 
IMth and Honian §^^lm, the 
imj^ taidndmi lab^intlQn 
sMb^^mi hnmniiljitloB 
«iWpii|if n toptai^ for un^^ 
Ttte^di^p^ d^ a malor 
tf^^ the ICC ^Mon^ 
^ntfE^riy In the ItiBfta 
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APPENDIX C 



National Information Centers/Services 
Concerned Primarily With Disability 
(Other than the United States of America) 



CtBtir/A^iKf 



FanuDetffi/ 



Commeoti 



OnittaB RrtabiUtitf on 
CoBndl for yie 

it ToroatOp 



CeBter for 
EnvifOiiiBeiit ud 
the Ibu»ll^pedt 
Lo^on, Eiiflanil 



IHsabMUiiBg 
FottDdation, Loflddn 
Epgkuid 



Netfctrtaii^ Sodtty 

for IMabilitatloat Utrtchtt 

NfUiiryuids 



Intirf Ntwitn 
govinmnt and votaDtaiy 
mton, utional and 
SMt prDviaM Mc^tfoiB 
In flild are iMtibfii 
of CRCD 



Itttendid ardliiieif 
pfof^OBul involvid la 
afeUtMufi dei^ ^ 
ptaanlBg and snidfeyt U wdl 
m ^ird rdiabllltafion 
coaunanlty, InAd^ 
f nvlrOBinintid tarrlifi to 
phffM^i flmMy 
and stutor^y Inuidtapp^ 



Origbia^ aaditOl 
Ittf^ coneernfd fdtb 
coltetiiig; dastf^i ud 
dbifnilnadon of InformatfoB 
OB alAr and ^olpm^t to 
loeal ioymnmtal 
antlioritia (tilt nudcv 
parchttm)^ ^fa^^floos aad 
dbabM iadlvfdnata, §€Opi 
htt expand^ son^birt 
to activltis of daUy INBg 

Natfoaal orgaitadoB ntwly 
rivbid to itprMnt mtf a 
nadonal org^nlattoni of and 
for the phystal^ handtoipped 



Coaferene^/rtports 
Joomli Niw^ittr 
IUbSp Pnblk <^naitfoa 

Mifipaigw-aij B^la 

tapom ud nftml 
^tioi for Inqniri^ 
Ubnuy pamphleti 



^mlnua/r^oiis 
Jonnsd, laventon^ of 
Irttfik "sn^ma" la 
^nnlng of pnblie balid^ 
\^ and fMUttM 
parpose^hnUt for tandl^ 
oipptd^ Ad^^/t^haM 
comldBf tmke for 
arehlteey. Oeouloaal 
miptn 

Sabs^ption Mfviee of 
aaaouaceaKnts ud 
d^^ptloBi of ttchnl^ 
aidSt Mning coorm, ud 
rriatid pnbltotioni. 
IWBing eonfM ud 
si&daaii. Bookii^ 
imltt^ imm sp^d 
proJietSi Pubttatfoni 
i^tid to Iti projeels ^ 
aett M mlm i^iBt 

ConfifinM, ^^Ublttoni 
Jonr^, Inforaiadon 
ienrke r^pondlBg to 
qairiM, Popnlar artkto 
wrlltiB for ^^^^^ of 
variooi profeidOBds# 
AdvWWd'^M^^"^ ^ 
fervid on barrlir tmt 
d^ga 



CR^D hai OB^oiag project to Index 
nadonalt provlndal ud ip^al 
IflfoniadoB rmum in Md. Has 
publfabtf direetory ctf thm moureii 
im PabUiM k^«words In field 
In EnglU ud FriDeh tfi^ether aith 
Ubrariu'a naual on ^tabUsUni 
rMoree oenteF. On^olag all^raidla 
ouBpUgM OB atdtude ebugei 
pffveatton^ Mghb^ sn^»fol award 
vdanlng **spoU** prodn^ for 
ipal^n 



C^H ipi^^M In re^packaglBg 
Informadon coneeratng barrier free 
dM^ for d^gB ud areUtectaie 
prof^tonab ud do^ thb lia a 
seriM of mall fendnari aad miy 
eomaltatioai iHtb plunen ud 
boUdeii and the d^lgB stage. Unlqne 
aqi^t of th^ eiBt^ Is Its ^oal 
attintloB to sopportve enilronnitats 
for menteUy tondtapped 

D^bled UriBg Fonndatlon has 
Maid foiindeia of Its Welsh ud 
Scotch cottnter^puls. Is eoBslderiBg 
providing tfdnlBg for other fonnderB 
of Infonaadoa etaten. Has served 
as u hiteFaatloaal nodel studied by 
Aastoalian, Caaidlu ud U,S, 
lafonaation speeUlsts 



ne Netheriu^ Sodety Is the 
fspottlbk utiontf offlee for 
cuMiaifloa of geaml laf ormadon 
OB tanler ttm d^%n tnttportalioa 
ud the latir^tional Symbol of 
Acc^, 9AJ^ as physi^ d bablUty 
'"Cp^nr^^ufly reorganD^" 
InfomatloB la nsponse to qaeriM 
Aedvdy iiateb^ out prof^loaal 
Jonm^ (bnilMst ipor^ offlelals, 
etc«) to wry arttd^ on that topte 
^adon to dtobUld^ conefri^. 
Trades InformatloB on h^days, 
pnbltob^ a4th national tooFUt offlee. 



Bd^nm Red Cross 
So^lelyi Bfnsselit 

BdtfBfB 



In addition to woal 
IM Crm eoBeems, 
r^po^ble offlee for 
lnfofn»don on t^hal^ 
aids, dall^ ttflBf aettvjtf^ 
aad ba^r f m d^^ 
for ne neb spmddng 
M^nm. Prittari^ Inteneto 
frith govmmufid anihorita 
and prof^doaak, ^eda^ 
o^^ttoMi tbmpM 



ConfiiineM/Mnilnm 
Nea^tter 
T^haM aid 
sheet^eri^p Paniphiets 
P^nuent eomprebeflsivi 
^ptoy mter of teehaS^ 
aj& ud equipment 
TapM about new t^hakal 
aids dtotribnted to tte 
home bound. FUdm on 



nt Sode^ opmt^ an advl^ 
ud guldu^ Ktwofk of Oaqdy) 
voluntem who are prof^onal 
o^padomd tbtraptots ud who 
dkp^M laf onutfoB and galdance 
to dIabM latf ridnak wIthiB 
tbdr lo«l^« Has devdoped a 
^MlflMtioB ^teoi for t^nl^ 
aids in Frmh. RmnmeBte 
importatfoB of n^ aids ba^ 
on knowM^ of Idglu and 
Enra^m marieets 



fi9 



SO 



bMttite for SoM 



of p^rMlyp BMttl^^ 

tad UMii tan^M by dcobol 



0«f»niBtil offici 
wttUn Biffl|f 

^ ud Bom 
^€Bii^, R^pcH^blt for 
W^MfloB diMdntf OB 
to aQ gofmoMi offi« 



opmM gmmmeBt. Abo 
In fItoM toBcb witk iMyor 
¥0lDBtAi3f orpatetf OM 



JoumAi, popotar mad 
idiBtfnc. BMltt OB taiie 
i^ieto of fiiuibUltBtiOB 
(§.§« pre? eBfloBi mfltel 
mtaf^itoB) stattte 
TV add ndio propanii 
of tafoiBiatfon for 
dtabM. PabUe Edvmitloa 
an^dgBi^priat ntdia, 
poitin. Libnm^^^rspOBi^ 
to qatri^ 



INSERiO eoU^ and dasilfl^ 
bookSi docBfliiBts tad p^odlodi 
yttntoic OB aU tip^ti of dlMibillty 
witb iOBN enphadi m latimdoaaJ 
rifffiBM. BuJoriQ^ of Its booki 
and uMa st ttm^ited from or 
dtrivid ftaoi Qigllib or Frtacb t^y. 
Tto docnmtatatf OB diparoniot hai 
Uiikf wltb ctai^ Ib tMn Amtrl^ 
aad bm eipr^fd intt rst 1b opuid'^ 
lag a^tBMf to d^inddatioB of 
loforiBattMi ia thb ftgioa. 
Cooptrat^ dmiy witta SlI^Mi 
latfraadOBd Ceatm 



Scotch iBfMBatiOB 

Str^teOB DtebUl^ 
dipartiMit of S^tMl 
CoaBcU OB Dbabffi^ 
MlabBf]^, Seotiud 



Tba Sw^Us iBstitati 
for tbt Haiidtappfdg 

Siodibobn CIroauMO 
SwfdiB 



Malbovii RebabUltitioa 
C#Bt@» MaiboBM, 
FraBEt 



NoB^proflt of^yzatfoB 
rw^BdMi for iflf oraMtion 
dliUnlintioB to govmaiiatBl 
dtpBrttDiBtSt losd aathoriM 
aad vdaBtary pon^ in Add 



RtporU to GovmiBfBt 
of Sw^si aad FidtnidoB of 
<23> §mlU Coaaty Conadto 
BmgomMt for r^wEh 
dif dopnsttf tMtfag aad 
iBfofOMdoB iHtbla tbt fMd of 
ribabUttitloa t^baok^ 
itatali rtqalfs 
iBftitate to *'obierft" 
latmBdoi^ ash^iBKBti 
aad eoopmte wltUB tbte Md 
ffifli IsstftfltioiB oaMte 



DtoMbats laf omadoB 
to TO^d^nl rdiabUtateB 
eoBMW aatloafridi 
Intmete wttt ^ of so otb^ 
MIm ^am.by tiie 
B^uop^B EcoaoBik Com^ 
maBi^ to MtaUM 
eommaatatfofl aad JolBt 
fTicirrh m irodd 
deBMBMatfoB wmtm 



CoafiffBm/Niwslititfi 
^tdib bnueta of 
Miabled Uvtag FmiBda- 
doB^provldiag sobmlp^ 
doB strvlef of tecbotal 
M ibittSi otbf r iBfor- 
mtfoo. MobUi viB of 
iqaipmBii bool^, 
iaf ornateB matiriab 

Stongi of Mmnm Itfms 
OB bUndi d^i a^^eb 
Inpafa^ OB eompat^ 
tap^, Mietid dtafial^ 
aattoB aad ako av^abSt 
sBte^pdoB« loarn^ 
(ifv^U/bilbb)# iBqnliy 
iM^rf^ by idepboBt aad 
conrMpoBdmi* RMmth 
fladl^« Omsload 
t^baM papi»# Comprt^ 
hti^ilibrafy oa afl 
Mpte^ of baadl^t 
latirnatf omI empb^ 

GoBfimim 
SmlnaR/reportf 
BibU^^pbk (aaaotatri 
p^odM OB pri^^lif 
vMtfoad utabilittttoa 
Mmnchi Bton^ BBd 
rtMtvil ^ttBi 



Eaeoang^ growtb of oehvoils of 
lo^ laformadoa eeattra kaowo 
as "DIALS'* (titfpboat laqalry 
siniM). "MAC'S the tnviUag 
^a of tqaipmiat aad tBfonBatioa 
b staff id by omi»doaal tberapbis 
and tosrs tbt rnral iaam^blt ^uis 
of icottaad yw roaBd 



Swidlsb iBidtBtt, bonif of ICTA 
ijm latmadoaal laformatloB 
imrte^) b loag^tabUsb^ 
l^diT ia iatfrmtloBtf eoUtcdoa aad 
dteindaadoa of btforaiadoB oa tbc 
t^uUsd sidi of haadlap; aidi« 
^BlpmMt, boarioif firaiyportadoB 
aBd tbdr r^picdff tinaiaolo^cs. 
Partid^t^ actiYdy la NordiG DKct^ 
lap of dnito bodl^i Partldpttes 
Ib sbarid iMwdi proj^ of 
Samdlttita eeafltflM. Probably 
homm worid^s mmt eomprebt^ft 
lattrudoad Hbraiy on baadtap 

Evdaata doauiiBts, books, p^ 
l^l€ab for lafomadoB for two 
aadboMi taimd aad tilirBd 
¥0^domi rtbabOltadoB €oni» 
Biaai^ and iatmd popalattoa of 
400+ iibabaitadoB dliati of tbt 
GfBtir. OffiiS iaforniattoB sirdM 
10 ^^to, ntfNag tfadidoad 
libimry and ^croftebt 



Natlo^lBsdtBtiOB 
MfBtd RitaftetloBf 
OBtario, i 



latadid aadta^ b ^miaars 
piof(^cmbs ptfinti Jmubt 
aad tbosi ta^oi?^ la nwBBwb 
ineBtal i^MtMob m^im* for prof ^ 
Sdipa ladais^adf ocB^ as - -^-^doub--^^-^ 
as lafoffflntfoB ^mMmt* 



Ibi NBm btf bddaM b^ 
itra^^ for ffdaadOB of st r« 
d» Li tUi flMf wbkb haye 
beifl ad^ted otbtr coaBtaFia 
aad MIg JBaaads OB mtatd re^. 
uadadoPt la widt m lati^ 
BadouUy, 
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APPENDIX D 



U.S. National Sources of Rehabilitation 
Research Information 



Nimi 



PnrpM 



Amiit OB iBfomtfOB 
(AO!) 



Adaptive BpMiem Corp. 



QMril^Qaie OB tkt 



laf omtloB Citttir 
(ERIQ 



^mrptiMedta 



Exp^tastatd Cctttif 
for tbe AdfSB^flifiit ^ 
la? fildon lad InaoYidOB 



^01^ laforsattoB 
niMMiiMtten Cen^ 
(GmQ 



mpAirF 



laffonMtfoB ^i^aagi 



R^»^Datt] 



Ma^Mi Devdopamt 



UOl litii Sbif t 
naoflihiit^y IL 61701 

^)3mMi 

1^ §. AnphM Mfd. 
Mte 317 

(4m mm4 

Offl^ of Hifldtapped 
IfldNdaab. DtpirtaMt of 
£dacatf«a 
SwiMMdl^ 
Wi^BitMii D,C. 

(CiaM 

Natf oad I^tata of EdsMtfoB 
W»UDgt03it D.C. 



P«0« hii-A MB 
PriacetoB, N J. OSNO 



Unh mttr of Or^a 

GoD^ of BadBsi AdnlalgtnitiOB 

131@IMnai 



Compilir Ctai^ 
Bold Gndaati Stadia 
Thi ilitf^^^ of Gior^ 

Attap OA mm 

(4O0i^lO6 



Tism IlitabffltBtieB 
QiiBnMoB 
118 Blf 6iWt Dr. 
Antfflin W04 

ArfaoiMi RtMIUtatfOB RMVEh 
Ctflt^t tJtifi^tr of ArittMB 
aad AriittWM ^MbUtalioB te¥te 
3^ Nmrtb Amai 
Fajrftte, iWmOl 

NaMnd Qmm ImOmt^ 
1^ ^^^.^ Rood 114 
^CM^ARoad 

mm ^rt«. MD tmo 

(301)^^11^ 

Stoat VmflMHd RMMUi^b 
iBrttett* Utfv»^ of fl^^^o- 
Stoat, M^MMiA»"OT 47m 



ProvldM a ooKOBi^t^^^ data lm§ oa phy^^ tdo^tloBf 
r^mdoRii sportf for luadteppid IMvidnala. It to npdatid 
moBtli^* 

A eoDipoliriiid itMend irstim opmt^ ^ Amiit on LMag* 
Ine, to Mp pmoM iritta dyabilita Uvi more eff ectMy by 
pro?ldi^ tMo iHth iBfonaatfoB ielevaal to qiidfte probteoM. 

ftoirtM a time^beifd eoaipatn^'teied gyitm wUdi Uste 
maBBf aetarefi tad avaOible IfeM, Tlito ^steta to odM liARE 
Oofomatfoa iystiB for Adaptive aad Re haNUtatioo 
Eqtdptt^Q. 



CMeeto dMfiptfoM ud addraM of aadoMl, itite, aad local 
oi^^tettoM tbat fappl^ iafofnatfoB aboat haadtappiag 
eoadltf ott* Rifm iBdMdub to f^di?aBt lafOfiBafloa proyiden 
Ib tbe palM aad prtiwti fertor. 



NatiOBwIde iaforaiatfoB sifwim d^lpiid to profidi mmm to 
doconealii HBpabWM snBasGrfptt, bookfl« prof»IOBid 
Joarad aitiM and writiap oa tbe rabjeet of ^^ttoa tbroagii 
a oetw^ of Meea ISIC r ' ^ 



iBtefBatfo^ of^BliitfoB «tibBihfd to aiake iBfoniBtf oa 
a^^dlable to raedtal aad fdaM profi^oitf oa aU i%iilfkaat 
r^mdi aad eUidea! fliidiii^ repoiM la aay bu^aaiit 
aiQrwbm Ib tbe world. 

ProvMM low^^coit ^dBatlOB of aew laveiitlOBi aad Idm well 
as aeew to market and bn^otat iBfomsatloa. Ttam otber 
Mteis an diftfo^m at tbe Uflbeidty of tJtab, OrB^e- 
MdioB Uahmity and tbe Mmdiasetti lu titate of 
Tedmolofr- Tbm mten are foBd^ tbe Natioaal Sdeo^ 
FoBBdatfM 

PtoiMm ^naat amrenm aad rebogpectfre ieareb lervk^ for 
eoD^ aad otfwdf^ stafflit gOYeraaieBt afead^. aad 
iadttsttial orpufantioK, 



Isnovaflve natcUBg of proUeoM to available rebabUtatioii 
t^Bol^ ftaactf oas as as IndlTldaallied problii&ioliiBi 
s^vte idth tbe ^Muee of rebabOltadoa eaglfi ^ ^ 
pflMi^ resweb fta. 

PabUsb^ a nuie^ of dbtet^ita nd amlenets laeladiBis 
A dtoesto^ of Oe RetebOitatoa R^Mcb aad 

TMali^^^mm, pBUtaitfomi lud aafloiteal aldii Md 
dlneto^ of Uie Rib^tatfoa RMweb aad TMal^ Ceatm, 
tbe IttfonMr 

^tNrSf aNtnctoi aad liid@i^ iafmnadoB ob edtreat w» 
r^mcb woridiHde. S&frs to tome tte UMfer of mmnh 
WonnflM raoiqi oum^ i 



Nfltfoad MMl ioar^ for eoU^oa, de? dopra^t, t 

ttoo of iaf oniiaflOB aad oMt^bdi bi tte arm of vMtf oul 
mhiatfoB «^ a4|BitaKBt.: 
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NatiomI AiroMOtio and 
§pm AdmiiibtiaaoB (NASA) 



National Bora InformatloD 
Excbugt (NBIE) 



TecbQolo0r UUiitttiDD Office 
600 IndipiiideQct Ave., §,W, 

washiDgtos, D.c. imm 

(201) 755-2410 



MieUgaa Bun CeDter 
Unlveralty of MkUgid, 
909 Am Stmt 
Ann Arbor, MI 48104 
Program Dtvilopment Officer: 
M. Jam^ (313) 769«9000 



Optrat^ a nttwork of se¥ia» unive»lty-baMd Induitriai 
Appll^tlon Centen, Thsa ^nte^ providf acc^ to ovtr 
10 mllljon documents^ NASA also publiih^ OMfiil iource 
documeiiti lueh m TtcbDolo^^ for the Handi^pped and tbe 
Agtd 

National Bum Information ExQbangt Is part of the Natloiial 
lutituti of Bare M^doe. NCIE publish^ a bibliography and 
various other infomiayon r^ourc^. 



National Ctaringhoilse of 
RehabllltatioD Training 
Mattriab 



Okfahoma itate University 
11§ Old USDA 9!dg. 
SlUiwattr, OK 74074 
(40S) 614-7d50 



Gathtn and dlMamlnat^ rthabilitatiofl trainiDg materials and 

inforaiation. 



National Otarlngb'iuse 
on th€ Handtappid 



Offict for Handjeapptd 
Indlviduali 
Switier BuUdlng 
Washington, 0,C. 20202 



Tht OHI Clearinghouse serv^ m a ct ntral Infortnatlon 
r^ource by r^pondlng to both telephone and written Inqulriei^ 
It hay abo diviloped tt vtral lists and guld^ such as Annotated 
List of Indfpendant Living Ccnten, Director' of National 
Ittformation Sourer on Handicapping Conditions and Relateii 
§ervic@. 



National RtbabUlfatioii 
Infonnation Center (NARIC) 



National Spinal Cord 
Ii||ur3r Data R^web ^nttr 



U.S. Prisident's Commlltte 
on Enploynieni of 
Handtapptd 



Sensory Ald§ Foundation 



Tract Rfimch and 
Divtlopistol Center for 
tbi Severity Cominiinl^tivf ly 
Handtapped 



308 Mullen Uhfuj 

The Catholic Univenity of Ami rica 

Washington, D.C. 1M64 

(202) 6^^5826 

Good Samaritan Hospital 
1130 McDowell Road 
Suite A6 

Fhoenk, AZ 8iO05 
(61^) 257^2000 

Washington, D,C. 20210 

(202) 4153-5044 



399 Shennan Ave,, Suite 4 
Palo Alto, CA 94306 
(415) 329-04W 

314 Walsman Center 
Univetil^ of Wiscoi^in 
IBQO Highland Av^ue 
Madton, WI »7M 



N1HR funded to or^nlze and make available comprehensive 
collection of dMinients and non-printed materials generated by 
NIHR granU and contracts. 



The Center has four princl^ activltl^: (1) Collection of 
standardized data for the 14 model SCI projects * (2) Analysis of 
that data; (3) DiMemlnatlon of materiak; and (4) Docu- 
mentation and prcmiuiption of the concept of model SCI 
centeii. 

Provide ^tensiv^ and vari^ pybUcstiiii^ to disability 
community nationally and iBteroationally, including Journals, 
bibliographic materiali and toplod riports. Implements piihllc 
Plication mimpalgBs nationally. 

Provide assistance to blind or partially blind Indlvldualf In 
locating sensory aids to fEcUltate employments 



Trace Center Information services Includes (1) RMoiirce Update 
Service-Annual sut^ription S5.00 provide current data sheets 
for Insertion into Resource Book; (2) Reprint sen^ice; (3) 
National Worisshop MHmi (4) International Co-op Newsletter 
"Communl^tion Outiook-'i and (5) Nonvocal Communl^tion 
R^oum Book» 



tJniveiilty Centers for 
Intematioinl Rehabilitation 

(ucm) 



Veteraas Admlnlstniildn 



D-201 W, Fee Hall 
Michigan State University 
E. Lansini, m ^4 



Office of T^bnolo^ Tra^fer 
^2 Seventh Aventie 
New ¥o^, NY 10001 
(212) 620^9 



NIHR-fnnded r^^^h, training and disse mination project 
d^ign^ to ^ssfer Infoination, Including that emerging from 
r^mch, from other countriM to the United Stat^ and vice 
versa. Provide "^obUaitioni and iptdally tailored consnltant 
and informatioB retrieval ssrvlm to those seeking Information 
about what Is going on tn oilier conntii^^ 

The Rehabilitative En^neering ^ference Collection is available 
for use to profmlonals In the medl^ and alUed h^th and 
en^neering It b over 25 ywi old fMisIng 
primarily on proitheti^ and senson^ aldi. It contains b^oks 
perif^^^, t^bnlad reporti, prints, patenti and audlovlsutd 
materiab* 



Veteratti Admlnbtnition 



Market Center 
HlflM, IL ^141 
(312) 6S1^M10 



The VA MaHceting Center to the central procymment agency 
for medM sappto for ^ VA Hoaidt^* II Is in the proc^ 
of developing a handlaipped dlrectonr Uiting all suppUera of 
device for the handl^p^tf • Provide quarterly pubUoition 
on new products Inclnding devlc^i ^ds and ^ulpment. Plans 
are underway to computefize this Information. 
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£xcerpts of Reviews and Comments 



The following are excerpts of reviews^ comments and questions raised by the Switzer Fellows. These are presented 
to furiher stimulate thinking as well as action as it relates to the content of the fifth chapter by iJn Elizabeth Pan and 
Ms, Barbara Duncan. 

"There is a need to develop further the suggeition put forth by Pan and Duncan that the service delivery system be 
utilized to a greater degree to distribute information to disabled people and to prepare service providers to more effec- 
tively play the role of Information brokers. It would appear that few state rehabilitation agencies assume responsibility 
for providing generic non-vocational information in any systematic manner to its clientele. District offices * for ejcam- 
pie* have little print or non-print materials on subjects of general concern to disabled persons or their families. Much 
useful public interest information of general utility could be acquired or produced and made available to clients and 
their families. This is not to suggeit that rehabilitation counselors are not a source of information - indeed, they are 
-but usually the information is conveyed informally in counseling and coordination of service and is not financially 
iupported as an important agency service. Somehow agencies fail to recognize information products as a * service' thus 
such services tend to be the first eliminated during cost conscious times. 

The research-to-practice transfer in rehabilitation remains a difficult problem, After an all too brief and under 
financed effort at ^Research Utilization- several years ago, little has been done of late except to lament, *curse the 
darkness' and engage in rhetorical fault finding debates between researchers, practitioners and educators. While it 
may be beyond the scope of this seminar, the state-of-the-art of knowledge transfer - between nations and specifically 
within the U,S, rehabilitation community - cries out for renewed study and the design of effective strategies and 
techniques. 

While it is indeed important to disseminate, analyze and evaluate policy related researchj the larger issue may be 
that pitifully little policy research is being conducted by rehabilitation professionals. The formulation of rehabilitation 
legislation and policy over the last few decades was largely the product of political negotiations and political influence 
- largely in the absence of data or analysis. Indeed, it is fair to say that the U*S, has no national policy regarding 
disability and rehabilitation.'' 
-^Donald E.GiUvlii, Ph.D, 

"This is an excellent presentation of what we have and don*t have in the U.S. in rehabiliation literature and the 
means of dissemination* Of particular interest are the implications for international exchange. While there are many 
examples of ideas going back and forth across the Atlantic Ocean where economic and educational levels are 
somewhat similar* this is less true with regard to exhange with the countries of southern and eastern Europe and the 
whole developing world. The paper lists several valid reasons and makes pertinent recommendations. 

Of special value are the appendices which offer annotated lists of: United Nations Agencies, International Non- 
Governmental Organizations Concerned with Disability (CWOIH Members), examples of International Information 
Services on Rehabilitation and National Information Centers Concerned with Disabilityj and U.S. Sources O) 
Rehabilitation Research Information,'' 
-^ianne R« Ktamore, Pb.D, 

"The authors highlight f he concern that there is limited information on the whole topic of rehabilitation. They also 
make the point that most of the needs for the professional and consumer alikei in terms of research, literature and in- 
formation^ have not been met. The reader is then left with a keen interest in having more specific recommendations on 
possible solutions suggested^ based on the reality of limited resoureesi as well as ideas on how to better utilize snd 
disseminate information that is already available. The examples in the Appendix are obviously valuable, yet how can 
the individual best utilize these sources? How^ in factj could some, if not aU* of the knowledgeable groups listed, work 
together to expand their capabilities. One is also left with the idea; that in terms of needs, it could appear that involv- 
ing more persons with disabilities could ixpand the capabilities of existing institutionSi as well as creating new employ- 
mint opportunities. 

Throughout the paper there is a strong emphasis on the use of technology as a means of information. The rev^iwer 
questions how realistic this approach is, as it Is not clear what the commitment of either the federal government or the 
private sector is to expanding ixlstlng capabilities nationally or intek'nationally? 

The whole issue of information dissemination should be proposfd to the newly=formed U.S. Council Institute for 
Nefy C^^llefigts (U.S. Inc.)* for consideration as one of the -major challenges for the *80s.- '* 
*The ^ Council Institute for New Challenges was formed in late A ugust, 1980, as one of the three major programs 
ofthi ^S. Council for the International Year of Disabled Persons, 



-^Mircedesf M. MUlir 
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"In mformation dissemination a niore activist approach tarieting non-rehabllliation organizations and individuals 
as recipients of information concerning disability prevention and rehabilitation is required. Non'rehabilitation ad- 
minitratorSi planners and policy makers in all fields need additional information about disability and disabled persons 
for adequate decision making. In developing countries, this would include personnel in the key ministries of planning, 
labor* education as well as social welfare. In international assistance agencies such as AID for example, this would in- 
clude personnel in the Bureaus of policy and planning, development support and the office of the administration. 

Another category of recipients of rehabilitation information dissemination needs to be delineated in addition to the 
rehabilitation professionalSi and disabled persons/families/general public identified by Pan and Duncan. This 
eategory would include all those organizational entities who workj or should be working in partnership, in collabora- 
tion with rehabilitation entities. Local community groups such as churches, YMCAs, boy/girl scoutSs service clubs, 
businesses, chambers of commerce, labor unions; political parties, national associations, international development 
assistance agencies all represent partners in the quest for helping disabled persons in developing countries survive 
—and all require information to be able to do so.*' 
-^Robert B« Ransom 

**We have all experienced difficulty in obtaining needed Information. Often, existing information is highly 
unreliable which increases the difficulty of obtaining it. An example would be trying to establish the number of people 
with disabilities which substantially limit their activities within the U.S. Yetp in developed nations today, we are innun- 
dated with information, much of it highly suspect, The rapid growth of communciations media in developing nations 
is swiftly leading them to the same point of saturation. The authors identify the need for information in a form other 
than print - i.e. video-tapes, slides, films. In our era of televi^loni is print media becoming less valuable? There are 
some indications, through studies, that information as "entertainment** (video-tape, film, etc.) is more easily digested 
and more lasting in impact than print. 

ISSUES FOR FUTHER DISCUSSION. Given the language problems and the lack of common terminology for 
disability related issues, has print become obsolete in the international sharing of information? Given the fluidity of 
the English language and the dangers of over mystifying disability, would a thesaurus of disability terms be useful? 
One of the present cautions In sharing information about disability is the hyperbole of so much of the statistical data 
available. 

Each nation has Its own unique method of disseminating information. All have schools and universities in common, 
I was surprised that the importance of disseminating information through the schools on disability was not stressed by 
the authors. Grammar/high schools are central sources of Information for the general public including disabled peo- 
ple and their families. Universltltes are major sources of information for professionals including doctors and teachers. 
The United Nations could resolve that this information (prevention, rehabilitation, integration) concerning disability 
be made available through schools at all levels of instruction. 

RESEARCH IMPLICATIONS. What are the sources of information available to disabled people? In the United 
States, in the lower socio-economic areas, the major sources of information are ministers, doctors and teachers* How 
can these groups be better Informed about disability and the sources of assistance available? How useful in the 
dissemination of needed information are such mechanisms as professional organizations meetings, exchange visits a.id 
textbooks? What are the key points of information In developed and developing nations?" 
--Robert H. Kuffner 



Summary of Recommendations 



EKLC 



The foliowing is a bmf summary of the recommendgtions and the implications for action as developed by the 
Switzer Fellows as it relates to the topic of the fifth chapter, (The recorders were Dn Elizabeth Pan and Ms. Barbara 
Duncan) 

General Conclysions 

(1) During the pi t decade we have witnessed an increasing emphasis o^lnformatlon services in this field, usually 
understood lo com/jrise three functions collection, classification and dissemination. The paper, coauthored by Pan 
and Duncan, cited tlie existence of numerous single disability or topic collections (blindnesSi architectural barriers) 
both internativ,^na' arid national in scopet in approximately 20 countriei, and reported the growth of national gen- 
era! liotingi (cov^nng all disabilities and topics) In several countries as a trend, 

(2 it was felt, that particularly, In developed countries, the time had come for information specialists to take the In- 
itiative In affecting creative dissemination techniques and to leave the more passive tasks of collection and clasiiflca* 
tion to the more than able librarians, 
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(3) The problems could be reduced as followi, ai they relate to developed couiitries^ 

1. Refleating on the information explosion in lenerah too much **information", mostly unevaluated and in esoteric 
language, flows ijom one desk to another. 

b* Information is generated largely by and for the professionals, leaving parents and disabled people with little ac- 
cess to practical information. 

c. Reflicting the technological developmenti in general, rehabilitation information systems are gradually being 
placed on computers or within other expensive systems, ensuring that access to this information becomes progressively 
elitists however efficient in its retrieval, storage and dissemination. 

Relatid to developing countriesi 

a. Information collections in this field are largely medica^y oriented small in size and consist primarily of text- 
books. They- re located at the few rehabilitation centers or universities and are relatively inaccessible to the public, 
parentSt disabled people or others in the field. 

b. There are few professional publications in circulation of any significance. 

c. Information about disability, either practical or theoretical, if in existence at all, is to be found in capitol cities, 
while 90 percent of the population resides in rural villages. 

Eaeb issue or probltni area is Indicated btlow along with some practical ricommendationi for action. The issu^ ap» 
ply to divtloped and developing nations. 

Issues Most of the existing formal mechanisms for disseminating rehabiliation information to professionals- 
a* ; based on a single discipline and reach only those who work in that discipline. Because rehabilita- 
tion is a muJtidisciplinary field, relevant information exists in scattered sources, making retrieval 
difficult. 

Actioii Formal mechanisms for disseminating rehabilitation information to professionals should be problem- 
oriented, rather than discipline-based. Problem oriented mechanisms have the capability to provide 
the knowledge that bears on a specific problem regardless of its source or form. Such mechanisms 
can be made more effective if they incorporated in their design those features that make informal 
mechanisms so effective, e.g., simplicity of uses rapid response, and assistance in formulating the 
problem and in interpreting the reiults. 

Issues A great deal of research knowledge does not get translated into practice that can improve service - 
delivery because such knowledge is not communicated to practitioners in an effective manner. 

Action The gap between research and practice can be narrowed by iystemaiic efforts to repackage research - 
results for specific audiences. What counselors need to know about independent living, for example, 
is not quite the same as what decision makers need to know about the same subject, or what re- 
searchers and educators need to know. The ler^^ presentation, language, form and vocabulary 
differ with each audience. While the appropriate .nechanism used for counselors may be a 
workshop, decision makers may get a summary of a report where researchers may need a full 
report. Such repackaging efforts are costly and can only be done on a selective basis. 

Issue Relevant information exists in many sources, but are often missed because of a lack of familiarity - 

with these mechanisms and their use. 

Action Rehabilitation professionals should be trained in the use of existing dissemination mechanisms, 

either as part of the formal degree program or provided as in-service training. Their lack of aware- 
ness of existing mechanisms, much less the use of these mechanismSj has been documented repeated- 
ly by numerous surveys of information needs. It is particularly important to include this subject in 
the graduate programs for foreign students. 

Issue Given the large number of disabled people who are not getting the information they need even if it - 

existSi It is not feasible to design a monolothic dissemination mechanism that can reach them. 

Action Where mass media infrastructurei exist, they should be used to supplement more specialized disseml- 
nation mechanisms. The service delivery system in each country should be used to disieminate 
the most basic information needed by disabled people. 
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Reviews and Comments from 
International Rehabilitation Experts 

The five ''Action Papers'' (described as chapters in this monograph) were sent to rehabilitative and health care e:- 
perts in every continent. Of the twenty- two papers sent out to be reviewed by these experts^ seven have thus far returned 
in time for inclusion in this monograph 

The following are excerpts of reviews and comments by persons from different countries or those representing a 
number of countries. 



A Review of ^^Instltutioni for Diiability, Prevention and Rehabilitation'' 

(By Norman Acton) 

Reviewed by: Onoaguliichi, Consultant Physician 

Univei^ity of Nigeria Teaching Hospital 
EnugUi Anambra State^ Nigeria 

Mr. Acton has taken a hard look at the handling of the problems of the disabled in the world in general. He em- 
phasized the fact that two Rehabilitation International Conferences have been held in the past in 1971 and the othefj 
in 1978. At the 1978 Manila Conference a call wai made for the establishnient in each developing country of a na^ 
tional council for the welfare and rehabilitation of the disabled. The 14th World Rehabilitation Congress at Winnipeg 
In June, 1980, went as far as recommending that each country should have a minister for the disabled directly respon- 
sible to the Head of State or Government. 

Mr. Acton's paper discussed the problems inherent in the establishment of centralized institutions for the welfare 
and rehabilitation of the disabled. He wondered whether such centralized national organizations would be best suited 
for tackling the problems at the local levels in such a way that each community has a feeling of being a part of the 
organizational set up. He also was not sure of the cost-effectiveness of such centralized organization. 

In order to understand the issues Involved, Mr. Acton presented a brief situation report about what obtains in a 
number of countries (mostly the developed ones). There is, unfortunately^ a notable absence of any mention of the 
situation in Africa, Fortunately, however, a recent publication by James BurresSt of the People^to-People Committee 
for the Handicapped in U.S.A.S has surveyed the action plans for and practices in disability rehabilitation in various 
countries in Africa including Nigeria, Ghanat Kenyan Tanzania and Uganda. 

It is clear that in Black Africa over one percent of the population suffer from some disabling handicap. Recently the 
Federal Minister of Health in Nigeria, Mr. D.C. Ugwu, in laying the foundation stone for a $30 million National Eye 
Centre in Kaduna, Nigeria, announced that about 800,000 Nigerians are blind.^Thls in effect means that one out of 
every 100 persons in Nigeria is visually handicapped^ but Nigeria has less than 100 medical specialists in optham^ 
mology to tackle the problem of blindness and other major eye diseases! This lack of manpower resources to tackle the 
rehabilitation of the disabled is not confined to the blind. There are great shortages of trained personnel in other areas 
of disability rehabilitation. There are Inadequate numbers of physical medicine ipeciallsti^ limb fitters, audiology ex- 
perts and even specially trained teachers to teach the handicapped child. Only two universities in Nigeria ^ the Univer- 
sity of Jos and the University of Ibadan - have programmes for training elementary school teachers in special educa- 
tion but between the two universities^ less than 200 special education teachers are produced annually^ 

There is no doubt that in Africa, the problems posed by the disabled are stupendous. The situation in Nigeria is bet- 
ter than those in many other Black African countries but even in Nigeria the national plan for tackling the problems 
are rudimenta^ and fragmintary. Many disabled persons are still living as street beggars, and will continue to live as 
such for many decades to come unless there is a world wide concerted effort to assist these developiug countries with 
the provision of men and materials for the rahabilitation of the disabled, and the institution of crash programmes for 
training nationals in all aspects of rehabilitation of the disabled. 

There Is certainly a general awareness in Black Africa of an urgent need to help these disabled people and it is my 
view that in celebrating the International Year of Disabled Persons in 1981, appropriate World Bodies and Agencies 
should endeavor to usher in new hopes for the disabled In the developing countriei, 

RffireiiM 

/, Bunws^ J,R, /SSO. D§v§lopm§nts in Se/yiim for Handicapped Psopk, Africs, A Project Report* Piople-tO'^ople Committee for the Han^ 
di€^^^. Washlngtofk pp2l8. 

2, Tliw, Nlgerii, Novembfr 3, 1990, p, 1« "More Nigerians Go Blind, roO,0OO now recorded." 



A review of ''The Preventioii of Human Disabilities'' 
(By Michael Marge, Ed.D.) 

Reviewed hyi M. ThangaYelu, Regional Advisor 

World Health Organization, Regional Office for Southeast Asia 
New Delhi, India 

My overaH impreision of the papir Is that the sections recommending ''Specific Procedures for Instituting a Com- 
prehensive Prevention Programmme'* is very good for formulation of policy, plan and programme development. If 
this paper is to benefit the developing countri^ also, then the introductory part dealing with prevention, categoriza^ 
tior of disabiUtiti and potential contribution of the ten major primary and secondary prevention strategies need 
editing by qualified professionals with considerable experience in the field of disability prevention and rehabilitation 
based on the norbidlty patterns prevalent in any particular social environment. 

The special strength of this paper as mentioned earlier lies in the pragmatic recommendations for a community- 
based approach towards disability prevention and rehabilitation. 

These recommendations would indeed be useful for promoting development of this programme In the countries of 
Southeast Asia. 

The Southeast Asia Regional Office, New Delhi, organized a number of Inter-Country meetings which resulted in 
formulation of a medium-term programme for the countries of the Region, We are collaborating with the Member 
States in the implementation of the activities on a time schedule. The main constraints we face are in terms of man- 
power and financial resources. However, it is gratifying to note that the community response for this programme is 
very good and we are hopeful of attaining at least 75 percent of the target. Since 1981 has been declared as Interna- 
tional Year of Disabled Persons* we hope to accelerate development in this programme area based on governmental 
and commuity awareness created during this period. 

It was noted that a report of the proceedings of WHO Inter-Country Seminar held in Solo, Indonesia, in December 
1978, gives the details of current national activities and a plan of action for disability prevention and rehabilitation. 

Reviewed byi Marian WeisSt M.D. Professor and Chairman 

Medical Academy in Wa^aw, Department of Rehabilitation at i^onstancin 
Warsaw, Poland 

Dr* Weiss found this paper welUprepared and very comprehensive, but noted that it dealt mainly with primary as 
well as secondary prevention. She felt that, **we f nnot, in rehabilitation, concentrate on primary prevention as it is 
enough to prevent disability should an impairment occur." 

While Dr. Weiss believes that every effort must be directed to combat and prevent disability, the recommendation 
of an all out thrust at primary prevention cannot be accepted In Poland at this time. 

Reviewed by: (Mrs.) V.U, Ezejiofo, Principal Social Welfare Officer 
Government of Anambra, State of Nigeria 
Enugu^ Nigeria 

No attempt was made to discuss direct implementation of servicL". The discussion was based on a developed country 
model and not on a developing country model. As you are aware In Africa through social and economic uncertainty, 
plus limited educational and developmental opportunity for the masses of its people, require a more practical descrip- 
tion and measurement of models of services to be used. 

I undoubtedly agree with the community-based program which Is more decentralized but I strongly feel that a pro- 
per view of results are necessary for immediate change if necessary,. The problem Is that we hold programs too long 
before evaluation. Therefore, programs must not be generalized. For example, 'Immunization is the most effective 
tool in prevention of infectious disease,' But in some parts of Africa, you are required to provide planned counseling 
to convince a greater population of the masses that such a program Is necessary. Some of the conditions we may ignore 
will come to be social problems in other parts of the world and may influence program adversely, although some of 
these programs can be seen as procedual steps that are requisite for a more encompassing planning activity," 
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A review of ''Assurance of Necessaiy Services and Support Systems" 

(By Susan Hammerman) 

Reviewtd hyi Dr. Sankaran^ Dirtctor Gf neral of Health Services 
Nlrman Bhavanj New Delhi, India 

L There should be a reffrenca to the mortality due to Meailes and the relationship beiween the developed and 
developing countries. A reference should include the iteps that have been taken by the various developing countries 
for adoption of a national tommitment for the attainment of Health For All by the Year Though this might look 
like a distant dreamp many developing nations with a great deal of self-reliance and self-determination have set 
targets and goals for such an achievement, 

2, In the case of disabled people, sample survey studies have been started in some developing countries to identify 
the problems that they have to contend with and it has been included in the forthcoming Census Operations. The exact 
number of physically and mentally disabled in the developing countries would have to be correctly checked up. The 
figure of ?50 miUion would include probably all handicapped including physical, mental, visual and hearing. 

3* The difficulties that arise in inflation, recession^ decreasing purchasing power of the hard-earned rupee or dollar, 
loss of productivity by workers as a result of disabl^ . inadequate economic benefits as a result of disabilityt poor 
labour laws and inadequate coverage of temporary lauour are a part that affect many segments of society among the 
developing countries particularly where rapid industrialization has taken place with inadequate safeguards for protec- 
tion of the workers. In this, a mention should also be made of the high incidence of traffic accidents in many large 
cities in the developing countries resulting in crippling for life of many workers and wage earners which increases to a 
large extent the number of physically disabled In large areas of the developing world. The contributory factor of in- 
creasing trends of alcoholism must also be brought out since this is a preventable factor. The existence of the fourth 
worid among the urban slums in the partially developed and developing countries can also be mentioned. The recent 
urbanization with large scale migration for purposes of work has reduced many large cities in the developing world 
(e*g.i Mexico City> Bombay, etc*) into areas where the situation is much poorer than among the rural poor with many 
of the problems that have been listed above. 

4. The Incidence and relation of disability due to inadequate nutrition^ birth injuries, infections and accidents have 
been adequately imphasized^ But besides this, one of the major factors Is the low birth weight of the child in almost 
30-35 percent of births among developing countries resulting in a higher infant mortality rate or morbidity rata which 
also needs to be highlighted. 

5. The rest of the article is extremely well-written and has got a great deal of relevance to the programmes to be in- 
itiated in many developing countries. I would* however, like to add that in the field of Appropriate Technology for 
Health, it need not necessarily be a technology which is backdated or should be only from the locally available 
material though economics is important; bulk production and mass distribution utilization particularly in large 
developing countries who at the present have to Import at great costs even the basic disability aids have to become 
more meaningful so that Appropriate Technology is not equated to primitive technology. Also the dipsemlnation of 
knowledge through para-medical workers (like the Physicians Assistants who are being recognized as players of the 
Health Care System at the periphery), through technicians who are specially traineu in the art of making various ap- 
pliances and rehabilitation aids should be encouraged. After all, a hearing aid does not need electronic sophistication 
and cannot be solved unless there is this specific technology available. Neither can many mobility aids be of simple 
technology, e.g., mobility aids for the paraplegics which would need in driving three-wheelers, which are available by 
modification of a bicycle rickshaw. Such adaptation using local craftsmen or local technicians would further aid the 
disabled in the developing world to find a place In the iociety. Restoration of dignity to man would be an Ideal one for 
many developing countries to adopt since this would entail an acceptance of equalitv in all levels of status ^ the disabl- 
ed with the able-bodied* After all, a person with able body today can be disabled tomorrow and any person can have 
one of his or her family with the problem that is not only an economic burden but also a physical and the mental tor- 
ture. The prevention of deformities and prevention of ailments leading to the deformities is as vital and important in 
the developing world as in the developed and thli also needs forceful emphasis and in the SO's, if a plan has to be 
drawn up for the total tackling of such a problem^ it should start with prevention. 

Reviewed by: Father Walter McNamara, CtS«Sp« 
Terrt Homm^ (Sierra Leone) 
Freetownp Sierra Leone 

The challengi of disability in today's world is cl^rly brought out in this comprehensive aisessment of rehabilita^ 
tion of the diuabl^. The guldeUnes offered for woTld wide policy formation during the next decade are excellent. 
The liv^ of the disabled - the Fourth World as referred to - are conciiely focused with adr late emphasis given to 
the magnitudi of the problemi In the Third World, The widening gap between the living standards of the majority 
in rich nations and that of the mass^ in the poor nationi is one of the major threats to worid ptace and stability. Tht 
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disabled of the Third World are alarmingly further removed from their counterparts in more wealthy countries. 
If the North-South dialogue is to be realistic, the immediate transfer of resources and aid to the disabled of the Third 
World is an imperative duty, binding on the richer nations. The paper points out clearly the role of appropriate 
technology in this regard. 

The importance of widespread public health education cannot be overestimated in the Third World. This is 
particularly true for more primitive and illiterate peoples, who see witchcraft, demonic possession and magic as the 
only accepted causes for sickness, disability and death within their cultures. 

Our feelings and treatment of disability in the First World often lack sufficient spiritual or philosophical aspects; 
thus the positive lessons of disability are often lost entirely. The presence of sickness and disability in the world should 
serve as a reminder of the intrinsic worth of the penon and the transcendence of the human spirit over the mechanical 
and physiological functions of the body. The key to any realistic approach to the disabled is first to acknowledge this 
intrinsic worth that they enjoy to the fullest as human beings. 

AH rehabilitation efforts serve only to affirm this basic aspiration of the individual - to attain self aeiualization and 
realization. Through serving the disabled - to realize such self fulfillment - the rehabilitation worker himself suc- 
ceeds personally in the very same goal. Thus, the disabled and he fit and able can work together as partners attaining 
the goals of personal human development. 

The paper by Susan R. Hammerman offers the means of realizing these spiritual values through rehabilitation pro- 
grammes and policies as outlined on a global scale for the 19S0's. 

A review of ''The Full Integration of Disabled Persons in Their Society^' 

(By Bruce M. Curtis) 

Rtviewed by: Stth L. Tetteh-Ocloo, Ph.D. 
From Accra, Ghana 

(Currently at the Louisiana School for the D€af$ Baton Rouge, Louisiana) 

Curtis* paper is revealing and timely. While there has been tremendous progress in the general field of services to 
the disabled, there has not been as Integrated and as uniform an approach to solving problems of the disabled as a con- 
sideration of similarities of problems would indicate. 

Curtis traces the history of the new awareness of the needs of disabled people, pointing out that this had its roots in 
the civil rights movement among the general population. As a result of the new awareness there have been programs for 
the disabled out of which have emerged a few successful disabled people, He laments, however, that the great majority 
of disabM Americans have not made any significant progress from where they were. The causes of these, Curtis says, are 
several: Inability of normal people to accept the disabled; inadequately prepared professionals who work with the 
disabled; unsympathetic employers who would not give the disabled a chance and what Curtis calls professionalism in 
the field of service to the disable. By this h€ means the unwillingness of professionals in the field to allow capable 
disabled people to service others; claiming instead, that everything must be done by only professionally trained peo- 
ple, a stance which disabled people resent. 

Curtis touches on a problem that is worldwide in its scope: National programs are usually begun by 
philanthropic-* minded citizens and professionals. As the programs expand they turn out disabled people who, 
without further training can assume the roles played by the professionals. But here a problem arises: is it reasonable, 
or could one expect, that professionals could train disabled workers to displace them? It appears that consciously or 
otherwise, alblebodied professionals do guide their clients away from career choices that might threaten their own 
means of livelihood. 

Mr. Curtis' paper notes most of the major contempcrary issues In the provision of services to the disabled: such as 
mainstreaming, comptetiveness as a characteristic of American society, versus the rights of disabled citizens to em- 
ployment. He argues that numbers and statistics alone in employment are not enough. People need to be more sen* 
litive to the human factor in employment. 

The usefulness of Mr. Curtis' discourse lies not so much in the new facts it bdngs to light, as in its having come from 
**the horse's own mouth,** as the saying goes* What the article lacks in literary finesse, it more than makes up in the 
depth of feeling and insight the writer brings to his subject. In spite of the advances that have been made in the provi- 
sion of education nnd services for the disabled, it remains a sad fact, as Curtis points out, that unemployment and 
underemployiAent among disabled citizens is still a big problem, a problem whose full impact in terms of human 
misery, unfulfilled dreams, and wasted lives, only disabled themselves can truly feeL 

One can hope that these revelations of the feelings of the disabled will result in a willingness on tte part of the able 
bodied to allow the disabled greater say and participation in decisions that affect them. The full integration of the 
disabled Into the mainstream of society will become a reality only when people accept the fact that disability knows no 
bounds; there is no time in life when human beings become immune to all forms of disability. Ability, or more 
precisely, physical and mental well-being, should not be a cause for disdain and condescension toward the disabledj 
but a reason to be thankful to the Being who sustains, predisposition to kindness and a willingness to help the less for- 
tunatt. 




A review of ''Information Dlsiemlnation in Rehabilitation'' 
Elkabeth Pan, Ph.D. and Barbara Duncan) 
Reviewed hyi Jose Martinez, L^H.D., CRC, Consultant & Professor of Rehabilitation 
Hato Rey, Paerto Rleo 

(A consultaot In rebabilitaflon to a number of Latin American countries) 

I srongly bdieva in the general theme of this papery "Information Dissemination in Rehabilitation." There is a 
great deal of new ways, new means, new approaches, and new mechanisms, to face this problem of better Informing 
all interested sectors of the population, li each community, of the latest devglopments in the rehabilitation field and in 
up-dating everyone, everywhere. 

I support the comment that scattered messages to promote organizatonal activities should be avoided and that peo^ 
pie must learn to distinguish between professional public relations and just commercial publicity in the field of the 
human services. 

In my review of this paper, I could not point out to new mechanisms. The literature quoted is already known to 
those who have been in the field for some years. The recommendations suggested have been, to the best of my 
understanding, tried on several occasions in different places and could still prove to be useful In some other coun* es 
where there is nothing else available. 

But, the ideas discussed do not respond to the present needs or to the needs of the future - they are basicall .nt 
day answers to an old problem - while I am looking for answers which could lead to the most dignified life i our 
disadvantaged population, 

A Seminar to honor the memory of ''The First Lady of the Rehabilitation Movement*' - Mary E, Switzer, a person 
who firmly believed that "life is faith and love, but most of all bope'' - should bring into the rehabilitation scene such 
ingredients as creativeness, innovation, uniqueness, new demonstrations and new ideas, etc., which characterized her 
so wonderfully... a Lady who was always ahead of her times. 

The paper lacks sufficient information on today's efforts in Latin America to establish an information dissemina- 
tion center, and other programs, under uie "Orupo Latinoamericano de Rehabilitacion Profeslonal" (GLARP), in 
Bogota, Colombia, S.A., in collaboration with the Interchurch Coordination Committee for Development Projects, 
of Holland, (LC.C.O.), to serve 18 Spanish speaking countries. The idea of using English as a basic language instead 
of taking into consideration the three most spoken languages In the world today, is not a sound proposition* 

I would like to see, at least, one innovative idea in information dissemination in rehabilitation coming out as a result 
of this Switzer Seminar, for example, the establishment of a computerized mechanism, in different languages, which 
could be contacted like a "toll-free system*' for Immediate consultation and reply. 

When it comes to rehabilitation, Increasing costs and complexities should not become a decisive factor in implemen- 
tation because **rehabilitacion es una ©bra de grandes alcances humanos" - because rehabilitation pays.,. 



The Seminars Retrospect and Prospect 

When asked, the blind man requested: **Lord, that I may see.'* This Seminar was guided in all iti phases by the vi- 
sion of Mary E. Switzer. Her ^^pirit was present in all the discussions and was an incentive to full participation. 

Hoptfully, what comes through in these pages is the clear understanding that we live in a mutually dependent world. 
The line between developing and developed countries is a fine one indeed. We sometimes forget how dependent so- 
called diViloped countri^ art upon the developing world for their finely-tuned economics, with their demands for 
raw materials on the one hand and markets for goods and services on the other. 

It is all the more so in human services. We have much to offer the world in our rehabilitation technology— but we 
also have much to learn. It is important to know that there can be limple solutloni at times to apparently complix pro- 
blems« The emphasis in this seminar has been on sharing-but, above all, on caring. That was Mary, 

3mm F. Gan^tt; Ph.D. 
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